


































The	 world	 of	 breast	 cancer	 is	 pink,	 female-centric	 and	 aimed	 at	 an	 older,	 post-
menopausal	 demographic.	 Whilst	 it	 is	 fitting	 that	 health	 campaigns	 be	 aimed	 at	 the	
majority	 of	 patients	 registering	 with	 the	 disease,	 these	 characteristics	 are	 not	
appropriate	 for	 everyone	 diagnosed	 with	 breast	 cancer.	 Ministry	 of	 Health	 statistics	
show	that	each	year	in	New	Zealand,	around	25	men	and	300	women	under	the	age	of	







journey.	 In	order	 to	address	a	gap	 in	 current	breast	 cancer	 communication,	 the	 focus	
was	 on	 the	 ‘atypical’	 patient	 experience.	 For	 the	 purposes	 of	 this	 research,	 ‘atypical’	
includes	 pre-menopausal	women,	Māori	 and	 Pacifika,	men,	 people	who	 have	 not	 had	
families	 and	 ‘high-risk’	 or	 ‘vulnerable’	 members	 of	 society.	 Through	 in-depth	




Semi-structured	 interviews	 were	 conducted	 face-to-face	 with	 eleven	 health	
professionals	 and	 support	 service	 providers.	 The	 interviews	 were	 transcribed	 and	
inductive	 qualitative	 thematic	 content	 analysis	 was	 conducted.	 Age,	 Gender,	 Culture,	
High-Risk	 and	 Survivorship	 were	 categories	 discussed	 by	 participants	 in	 relation	 to	
improving	 communication	 for	 a	 wider	 spectrum	 of	 breast	 cancer	 patients.	 The	 most	
common	 factor	discussed	by	 interviewees	was	Age.	Younger	women	are	 likely	 to	 face	
specific	 emotional	 and	 psychosocial	 problems,	 which	 may	 require	 additional	
management	 and	 multi-disciplinary	 support.	 Participants	 also	 frequently	 mentioned	






breast	 or	 chest	 area	 to	 a	 doctor,	 causing	 a	 delay	 in	 diagnosis.	 Any	 delays	 in	 the	
diagnostic	process	can	have	negative	results	on	the	general	prognosis	of	the	disease	so	
early	detection	 is	 important	 in	order	to	 improve	breast	cancer	survival	rates.	Another	
area	 which	 needs	 improvement	 in	 communication	 involves	 specific	 cultural	 needs.	
There	are	 lower	percentages	of	Māori	and	Pacifika	women	attending	breast	screening	
as	compared	to	other	groups,	which	results	in	a	reduced	rate	of	early	detections,	worse	
outcomes	 and	 higher	 mortality	 rates	 for	 these	 patients.	 ‘High-risk’	 or	 vulnerable	
patients	include	sex	workers,	people	with	drug	addictions	and/or	mental	health	issues.	
These	patients	are	generally	unrepresented	in	current	campaigns.	They	are	less	likely	to	
seek	 medical	 care	 for	 symptoms,	 have	 poorer	 experiences	 in	 relation	 to	 knowledge	
exchange	with	health	professionals	and	are	 less	 likely	 to	attend	 for	regular	 treatment	
and	medication	in	follow	up	medical	care.	
	
Issues	 surrounding	 Survivorship	 were	 also	 commonly	 mentioned	 in	 research	
interviews,	in	that	not	enough	is	being	done	at	the	tail	end	of	treatment	to	assist	breast	
cancer	 survivors	 in	 processing	 their	 experience.	 This	 hinders	 reintegration	 back	 into	
society.	 With	 approximately	 87%	 of	 patients	 in	 New	 Zealand	 now	 surviving	 breast	
cancer,	participants	pointed	out	 that	not	enough	 is	being	done	to	prepare	patients	 for	
the	 end	 of	 the	 treatment	 pathway.	 Interviewees	 described	 many	 survivors	 of	 breast	
cancer	undergoing	a	‘crash’	physically,	mentally,	socially	and	financially,	in	the	three	to	




Recommendations	 from	 this	 study	 include:	development	of	 age	appropriate	 literature	
and	tools	for	young	adults	with	cancer,	development	of	specific	strategies	for	reaching	
high-risk	 patients,	 ensuring	 gender	 inclusivity	 in	 campaigns	 and	 online	 information,	









to	 enable	 improved	 communication.	 Three	 short	 videos	 were	 produced	 to	 increase	
awareness	 about	 some	 of	 the	 issues	 faced	 by	 atypical	 patients.	 To	 mitigate	 negative	
survivorship	 issues,	 patients	 should	 be	 supported	 in	 exerting	 greater	 control	 of	 their	
experience.	Benefits	of	a	gym	programme,	EXPINKTTM’	are	explored	in	a	documentary,	
“I’m	Still	Here”.	Conducted	as	a	paper	within	the	School	of	Education	at	the	University	of	


















This	 thesis	 is	 the	best	possible	outcome	for	breast	cancer	blindsiding	me	at	 the	age	of	
32.	At	that	difficult	time,	I	felt	the	loneliness	of	always	being	the	youngest	person	in	the	
hospital	 waiting	 room,	 or	 the	 chemo	 ward,	 or	 the	 radiation	 clinic.	 The	 emotional	
disconnect	 of	 reading	 pamphlets,	 watching	 cancer	 DVD’s	 and	 utilising	 tools	 and	
resources	that	I	didn’t	identify	with,	that	didn’t	apply	to	me.	The	catharsis	of	now	facing	
that	 beast,	 of	 besting	 it	 with	 words	 rather	 than	 swords,	 gives	 me	 a	 great	 sense	 of	
accomplishment.	My	transcendence	feels	complete.	
	
It	was	always	my	hope	that	 this	project	would	result	 in	real,	 tangible	 implications	 for	
review	and	improvement	for	patients.	I	would	like	to	acknowledge	the	following	people	




Science	 Communication	 at	 the	 University	 of	 Otago	 in	 Dunedin.	 Without	 Nancy’s	
unwavering	support,	guidance,	advice	and	belief	 in	me,	none	of	 this	work	would	have	
been	possible.	Her	 ability	 to	keep	me	smiling	no	matter	what	adversity	we	 faced	 is	 a	
testament	to	her	strength	and	quiet	tenacity.	I	feel	humbled	to	now	call	her	my	friend.		
	
I	 would	 also	 like	 to	 thank	 my	 second	 supervisor,	 Mr	 Ross	 Johnston,	 Director	 of	
Filmmaking,	 at	 the	 Centre	 for	 Science	 Communication	 for	 his	 support	 and	 guidance	
through	 the	documentary	making	 process.	 Ross’s	 advice	 in	 this	medium	 is	 invaluable	
























of	 the	 EXPINKTTM	 gym	 in	Dunedin	 for	 their	 tireless	 energy,	 their	willingness	 to	 shed	
tears	and	 laughter	on	camera	and	for	 their	generosity	 in	 telling	their	stories,	even	the	











































































































































































































My	 diagnosis	 of	 breast	 cancer	 in	 2009,	 at	 the	 age	 of	 32	 ignited	 my	 passion	 for	 this	
project.	With	no	family	history	of	breast	cancer	or	personal	experience	with	this	disease	
to	draw	from,	 I	 felt	 ill-equipped	to	cope	with	the	unknown	outcomes	of	my	prognosis	
and	 treatment.	 The	 first	 thing	 I	 did	 after	 my	 GP	 confirmed	 the	 diagnosis	 of	 Stage	 2	





the	 community	 to	 support	 me	 during	 my	 cancer	 pathway.	 But	 as	 I	 logged	 off,	 I	 felt	
trepidation	and	the	heaviness	of	separation.	None	of	 the	 images	 I	had	seen	depicted	a	




year’s	 worth	 of	 appointments,	 meetings,	 blood	 tests,	 surgeries,	 weigh-ins,	 poking,	
prodding,	 bleeding,	 chemotherapy	 cocktails,	 vomiting	 and	 radiation	 treatment.	 The	
hectic	 and	 rigorous	 schedule	 of	my	 life	 providing	 some	 distraction,	 but	 my	 sense	 of	
loneliness	 was	 exacerbated.	 I	 was	 always	 the	 youngest	 person	 sitting	 amongst	 rows	
upon	rows	of	waiting	patients.	Self-consciously,	I	would	reach	for	a	magazine,	although	
the	knitting	patterns	and	baking	recipes	would	provide	me	with	little	solace.	I	asked	the	
Breast	 Nurse	 Coordinator	 if	 it	 was	 rare	 for	 a	 young	woman	 like	me	 to	 present	with	
breast	cancer	and	she	nodded	affirmatively.	“We	shall	nickname	you	anomaly!”	she	said	
with	a	smile.	“But	don’t	worry…	this	is	a	good	thing.	I’ve	never	seen	so	many	consultants	










year	 later,	 when	 the	 reality	 of	 my	 new	 ‘norm’	 truly	 hit.	 When	 my	 disfigurement,	
crippling	 fatigue	 and	 failure	 to	 reconnect	 with	 myself	 existentially	 became	
overwhelming	 sensations	 in	 my	 day-to-day	 life.	 When	 people	 stopped	 calling	 me	
“brave”	 and	 a	 “survivor”,	 I	 became	 just	 a	 normal	 person	 again,	 although	 I	 didn’t	 feel	
normal	at	all.		Nor	was	I	comfortable	with	the	moniker	of	being	brave	for	just	surviving	
a	 disease,	 for	 going	 through	 the	 motions.	 I	 did	 not	 feel	 courageous	 or	 heroic.	 I	 felt	
unlucky,	vulnerable	and	flawed.	
	
I	 focused	 on	 my	 desire	 to	 get	 on	 with	 life	 and	 not	 malinger.	 I	 returned	 to	 work,	 to	




and	where	 it	 had	 come	 from.	 Had	 I	 separated	 somehow	 from	myself	 at	 the	 point	 of	
diagnosis	 and	 splintered?	Skewed	off	 course?	Had	 I	not	asked	 for	enough	help?	Were	
these	 feelings	 normal?	 There	 was	 little	 support	 for	 me	 emotionally	 at	 home.	 My	










breasts	 as	 “battle	 scars”.	 I	 celebrated	 my	 inner	 strength,	 tested	 in	 ways	 I	 had	 never	














Given	my	personal	 involvement	and	passion	 for	 this	 topic,	mechanisms	were	carefully	
put	 into	place	 to	ensure	data	 collection	and	analysis	were	 robust	and	 reliable.	This	 is	
discussed	in	the	methodology	section	of	this	thesis.	This	project	was	an	opportunity	for	




















This	 thesis	 tackles	 some	 of	 the	 challenges	 surrounding	 effective	 and	 supportive	
communication	 and	 knowledge	 exchange	with	 breast	 cancer	 patients	 in	New	Zealand	
and	 describes	 both	 original	 research	 and	 creative	 components.	 The	 focus	 of	 the	
research	 component	 is	 to	 explore	 health	 professionals’	 and	 care-givers’	 perceptions	
about	 communication	 with	 breast	 cancer	 patients	 via	 in-depth	 interviews.	 The	
overarching	 research	 question	 being:	 ‘What	 are	 perspectives	 of	 health	 care	
practitioners	 about	 gaps	 in	 communication	 with	 breast	 cancer	 patients	 in	 New	
Zealand?’		
	
My	 original	 interest	 was	 anomalous	 patients,	 and	 so	 there	 is	 a	 focus	 on	 them.	 My	
creative	 component	 includes	 three	 short	 videos	 (webisodes)	 about	 the	 anomalous	
experience,	 created	 to	 be	 viewed	 online	 by	 patients,	 care-givers	 and	 health-care	
providers.	My	research	 identified	survivorship	as	a	particular	area	that	requires	more	
attention	and	better	communication,	so	the	creative	component	was	expanded	to	also	
include	 a	 26-minute	documentary	 about	 EXPINKTTM,	 a	 gym	 in	Dunedin,	New	Zealand	
which	 provides	 supervised	 exercise	 for	 breast	 cancer	 survivors.	 It	 is	 hoped	 that	 the	





breast	 cancer,	 breast	 cancer	 culture,	 communication	 needs,	 the	 treatment	 pathway,	
descriptions	of	the	‘atypical’	breast	cancer	patient	and	the	research	aims	and	objectives.	
This	chapter	provides	the	 foundation	and	rationale	 for	 the	research	project	as	well	as	







in	 New	 Zealand,	 and	 to	 provide	 resources	 for	 use	 in	 the	 breast	 cancer	 and	 oncology	
field.	
	
Chapter	 Two	 provides	 an	 overview	 of	 the	 research	 project	 conducted	 with	 health-
professionals	 who	 work	 with	 breast	 cancer	 patients	 in	 New	 Zealand.	 The	 study	
determines	 perceptions	 about	 barriers	 affecting	 breast	 cancer	 communication	 and	





this	 chapter	 is	 the	 gaps	 of	 and	 barriers	 to	 effective	 communication	 and	 knowledge	
exchange,	 as	 well	 as	 the	 identification	 of	 categories	 that	 help	 to	 identify	 potential	
atypical	 individuals.	 These	 include	 Age,	 Culture,	 Gender	 and	 High-Risk	 patients.	 The	






of	 this	 project.	 The	 themes	 and	 areas	 highlighted	 in	 the	 research	 component	 were	
explored	creatively,	through	the	design	and	implementation	of	digital	media	resources	-	













Chapter	 Five	 explores	 the	 promising	 outcomes	 for	 the	 cross-analysis	 findings	 on	 the	
barriers	to	effective	communication	for	atypical	breast	cancer	patients	in	New	Zealand.	
It	 summarizes	 the	value	of	 the	digital	media	 resources	 contained	within	 this	 thesis	 in	
conjunction	 with	 the	 research	 findings.	 This	 chapter	 concludes	 with	 recognition	 of	
limitations,	 recommendations	 for	 future	 study	 to	 be	 undertaken	 in	 this	 field,	 and	





Health-related	 communication	 and	 promotion	 is	 the	 process	 of	 educating	 and	
empowering	 the	 public	 to	 take	 control	 of	 and	 ultimately	 improve	 their	 health	 (WHO,	
2014).	The	“Ottawa	Charter	 for	Health	Promotion”	(17-21	November	1986),	describes	
effective	health	promotion	as	allowing	people	to	feel	empowered.	With	empowerment,	






The	 way	 which	 we	 process	 the	 information	 we	 receive	 can	 often	 be	 determined	 by	
different	interrelated	factors	such	as	age,	gender,	culture,	income	and	educational	levels	
attained	 (Jung,	 et	 al.	 2013)	 as	 well	 as	 beliefs,	 values,	 awareness,	 skills	 and	
understanding	(Longnecker,	2016).	Effective	communication	of	health-related	matters	
must	 include	 a	 rigorous	 process	 of	 both	 scientific	 development	 and	 careful	
dissemination	(Heesoo,	et	al.	2016).	This	is	particularly	relevant	during	specific	health-
related	campaigns,	such	as	 those	associated	with	breast	cancer.	We,	as	 individuals,	do	
not	 passively	 consume	 information;	 communication	 is	 more	 effective	 if	 we	 actively	











provided	 through	 the	 media	 related	 to	 cancer,	 can	 also	 result	 in	 negative	 effects	 on	
behaviour.	This	can	be	exacerbated	by	a	fear	of	the	disease,	or	lack	of	experience	with	it.	
Therefore,	 the	way	 in	which	cancer	related	 information	 is	communicated	 is	 important	
(Heesoo,	et	al.	2016).	
	
To	 encourage	 and	 facilitate	 discussion	 of	 issues	 surrounding	 health	 and	 its	
communication,	the	World	Health	Organisation	(WHO,	1986)	outlined	a	range	of	social	
and	 environmental	 interventions	 which	 are	 integral	 to	 the	 improvement	 of	 health.	
These	include:	
	
• Building	 healthy	 public	 policy	 -	 with	 greater	 equity	 being	 fostered	 with	
effectively	coordinated	action	regarding	health,	income	and	social	policies;	
• Creating	 supportive	 environments	 -	 to	 encourage	 reciprocal	 maintenance,	 to	
take	 care	 of	 each	 other,	 our	 communities	 and	 our	 natural	 environment	 on	 a	
global	scale;		
• Strengthening	 community	 actions	 -	 to	 encourage	 the	 empowerment	 of	
communities,	 their	 ownership	 and	 control	 of	 their	 own	 endeavours	 and	
destinies;		
• Developing	 personal	 skills	 –	 by	 utilising	 school,	 work,	 home	 and	 community	
settings	 to	 prepare	 individuals	 for	 life’s	 various	 stages,	 including	 coping	 with	
chronic	illness	and	injuries;	and		
• Reorienting	 health	 services	 –	 by	 embracing	 a	 global	 mandate	 of	 respecting	
cultural	needs	and	encouraging	more	effective	methods	of	knowledge	exchange	












importance	 of	 breast	 cancer	 awareness	 campaigns	 and	 national	 health	 promotion	
strategies,	an	outline	is	provided	of	what	breast	cancer	is,	as	a	disease.		
	
Breast	 cancer	 develops	 as	 a	 lump	 in	 the	 tissue	 of	 the	 breast	 and	 can	 manifest	 as	 a	
change	in	the	shape	of	the	breast,	present	as	dimpling	or	red	patches	on	the	skin	and/or	
as	discharge	from	the	nipple	(National	Cancer	Institute,	2014).	In	2012,	there	were	1.68	





previous	 breast	 cancer;	 atypical	 hyperplasia	 (increased	 number	 of	 abnormal	 cells)	
identified	in	a	breast	biopsy;	family	history	of	breast	cancers;	presence	of	a	faulty	BRCA	
gene	(the	normally	functioning	BRCA1	gene	assists	with	the	repair	of	DNA);	having	an	



















symptoms,	 highlighting	 the	 benefits	 of	 early	 detection	 and	 educating	 communities	




A	 report	 published	 by	 the	 Ministry	 of	 Health,	 Cancer:	 New	 registrations	 and	 deaths	







increased	mortality	rate	 for	Māori	 is	 that	 they	tend	to	present	with	breast	cancer	at	a	
later	 stage	 of	 the	 disease.	 The	 reasons	 for	 their	 presenting	 late	 are	 complex	 but	 are	
generally	attributed	to	the	low	rate	of	attendance	for	screening	mammograms	by	Māori	
women.	Māori	women	have	 the	 highest	 incidence	 of	 breast	 cancer	 of	 any	 indigenous	
population	in	the	world	(Jemal	et	al.,	2010;	Condon	et	al.,	2003)	and	have	a	28%	higher	






















management	 of	 breast	 cancer	 in	 young	 women	 are	 the	 same	 as	 in	 older	 women.	




preservation,	 impact	on	 sexuality	and	body	 image,	 early	menopause	and	bone	health,	
treatment	 during	 pregnancy,	 financial	 implications	 and	 discussion	 of	 cancer	 with	
children	(New	Zealand	Breast	Cancer	Foundation,	2013).	As	a	result	of	these	issues	and	
additional	treatment	choices,	younger	women	can	be	more	likely	to	face	emotional	and	
psychosocial	 problems,	 which	 may	 require	 additional	 management	 and	






Whilst	 breast	 cancer	 is	 considered	 a	 predominately	 female	 disease,	 it	 can	 also	 affect	
males,	 with	 approximately	 25-30	 New	 Zealand	 men	 being	 diagnosed	 each	 year	
(Ministry	of	Health,	2010).	The	breast	cancer	disease	 in	males	 is	the	same	that	affects	
females,	so	the	diagnosis	and	treatment	for	both	genders	are	similar.	The	prognosis	for	
men	with	breast	cancer	 is	similar	 to	 that	 for	women	at	 the	same	age	and	stage	of	 the	
cancer,	 with	 the	 5-year	 survival	 rate	 in	 New	Zealand	 being	 86%	 (Ministry	 of	 Health:	

















age	 (McCredie	et	 al.,	 1999).	Contributing	 to	 these	 concerning	statistics	 is	 the	 fact	 that	
lower	 percentages	 of	 Māori	 and	 Pacifika	 women	 are	 attending	 breast	 screening	 as	




A	 study	 conducted	 by	 Maly	 et	 al	 (2015)	 found	 that	 the	 quality	 of	 life	 amongst	 low-
income	women	with	breast	cancer	would	be	significantly	improved	by	communication	
methodologies	 focused	on	 the	empowerment	of	patients	 in	knowledge	exchange	with	
health	 providers.	 It	 has	 been	 largely	 documented	 that	 there	 is	 a	 disproportionate	
division	of	breast	cancer	burden	amongst	certain	socioeconomic	groups	(Nelson,	et	al.,	
2002).	 	 Patients	 diagnosed	 with	 breast	 cancer	 that	 have	 lower	 levels	 of	 income	 and	
education	can	experience	a	reduction	in	their	quality	of	life,	largely	due	to	the	decreased	











New	 Zealand	 public	 health	 awareness	 websites,	 Ministry	 of	 Health	 brochures	 and	
literature	 and	multimedia	 resources	 provide	 extensive	 information	 pertaining	 to	 the	
National	 Breast	 Screening	 program	 and	 other	 diagnostic	 and	 support	 initiatives.	
However,	 the	 communication	 is	usually	aimed	at	 the	 female-centric,	post-menopausal	
or	 ‘typical’	breast	 cancer	patient	demographic.	Whilst	 accurate	 targeting	 is	 integral	 to	




largely	 underrepresented	 in	 current	 communication	 resources,	 tools	 and	 national	




Breast	 cancer	 communication	 is	 pink,	 gender	 specific	 and	 designed	 for	 a	 post-
menopausal	demographic.	Online	campaigns,	brochures	and	 information	disseminated	
in	New	Zealand	widely	utilise	mature	women	as	the	‘face’	for	breast	cancer	campaigns	
(Figure	 1.1).	Whilst	 it	 is	 essential	 that	 health	 campaigns	 be	 aimed	 at	 the	majority	 of	













According	 to	 Barbara	 Ehrenreich’s	 2001	 article	 in	 Harper’s	 Magazine,	 “Welcome	 to	
Cancerland”,	 the	 breast	 cancer	 ‘pink	 ribbon’	 culture	 is	 one	 defined	 by	 the	 activities,	
attitudes,	and	values	that	shape	public	perception	of	breast	cancer	in	the	public	domain.	
The	 dominant	 values	 most	 often	 attributed	 to	 the	 breast	 cancer	 culture	 are	 ones	 of	




her	 emotional	 and	 social	 responses	 into	 a	 socially	 acceptable	 discourse.	
Potentially	hardened	by	the	emotional	trauma	of	a	breast	cancer	diagnosis	
and	the	suffering	of	extended	treatment,	 the	woman	with	breast	cancer	 is	
deemed	 to	 transform	 herself	 into	 a	 stronger,	 happier	 and	 more	 sensitive	
person,	 grateful	 for	 the	 opportunity	 to	 become	 a	 better	 person.	 Breast	
cancer	 therapy	 becomes	 a	 rite	 of	 passage	 rather	 than	 a	 disease.		
(Ehrenreich,	2001,	p.43).	
	







domination	as	 the	 foremost	women's	health	 issue.	This	 in	 turn	 fosters	 the	notion	that	
society	 is	 being	 proactive	 about	 the	 disease	 thus	 supporting	 the	 social,	 political,	 and	
financial	 power	 of	 breast	 cancer	 activists	 (Sulik,	 2010).	 However,	 whilst	 raising	
awareness	 of	 breast	 cancer	 is	 an	 important	 pursuit,	 this	 type	 of	 ‘empowered’	 culture	
associated	 with	 the	 health	 campaigns	 and	 societal	 pre-conceived	 notions	 of	 breast	
cancer	 can	 potentially	 exclude	 those	who	do	not	 associate	 their	 own	 cancer	 journeys	
with	feelings	of	joyfulness,	unity,	and	hope.	A	feeling	of	exclusion	amongst	breast	cancer	
patients	 and	 survivors	 can	 become	 an	 undesired	 by-product	 of	 the	 existing	 breast	
cancer	 culture.	 Therefore,	 it	 is	 important	 to	 increase	 a	 sense	 of	 inclusivity	 when	
developing	communication	in	relation	to	breast	cancer.	
	
An	 inclusive	 approach	 to	 communication	 is	 desirable.	 With	 research	 showing	
appropriate	 information	 provision	 leading	 to	 improved	 health	 competence,	 a	 better	
sense	of	control	and	superior	symptom	management	by	patients	(Arora,	2002).	There	is	
a	 considerable	 amount	 of	 decision-making	 to	 be	 made	 by	 a	 newly	 diagnosed	 cancer	
patient	during	their	treatment	pathway.	Therefore,	providing	inclusive,	supportive	and	
positive	 communication	 to	assist	with	effective	 treatment	preparation	may	 lead	 to	an	




The	 breast	 cancer	management	 pathway	 can	 require	both	 surgical	 and	 sustained	
medical	 treatment	 for	 patients,	 which	 can	 take	 place	 over	 several	 weeks	 or	 months	
(New	 Zealand	 Breast	 Cancer	 Foundation,	 2013).	 The	 treatment	may	 be	 local	 (i.e.	
removing	 or	 destroying	 the	 cancer	 within	 the	 breast	 and	 surrounding	 areas)	 or	
systemic	 (i.e.	treating	 the	 whole	 body).	 The	 different	 treatments	 for	 breast	 cancer	
include	 surgery,	 radiation	 treatment,	 chemotherapy	 and	 hormone	 treatment.	 The	
treatment	options	depend	upon	the	type,	grade	(how	abnormal	the	cells	look),	size,	and	
stage	 of	 cancer	 (whether	 it	 has	 spread	 or	 not),	 the	 patient’s	 age,	 general	 health	 and	











recurrence,	 whilst	 maximising	 the	 cosmetic	 result	 and	 the	 patient’s	 quality	 of	 life.	




Radiation	 treatment	 is	 the	 use	 of	 high-energy	 radiation	 to	 destroy	 cancer	 cells	 or	














be	 offered	 a	 hormone	 treatment,	 often	 for	 several	 years	 once	 treatment	 has	 finished.	











about	 treatment	 options	 during	 diagnosis	 and	 treatment	 whilst	 simultaneously	
reviewing	 their	 own	 personal	 set	 of	 circumstances	 including	 their	 physical,	
psychological,	 social	 and	 financial	well-being.	Research	 shows	good	communication	 is	
an	 effective	 tool	 in	 assisting	 patients	 not	 only	 during	 their	 cancer	 treatment	 but	 also	
well	 into	 their	 post-treatment	 reintegration	 back	 into	 society.	 Breast	 cancer	 patients	
who	 had	 good	 communicative	 experiences	 described	 feeling	 less	 vulnerable,	
experiencing	 positive	 patient-clinician	 alliances	 and	 feeling	 control	 and	mastery	 over	
the	cancer	experience	(McWilliam	et	al.,	1999).	
	
This	 thesis	 explores	 health	 professionals’	 perspectives	 about	 current	 communication	
practices	with	atypical	breast	cancer	patients	in	New	Zealand.	This	is	achieved	through	
in-depth	 interviews	 of	 those	 at	 the	 ‘front	 line’	 of	 the	 dissemination	 of	 breast	 cancer	
communication.	The	desired	outcome	ultimately	 is	 improved	provision	of	 information	
to	‘atypical’	patients	during	their	breast	cancer	pathway.	For	the	purposes	of	this	study,	
the	 definition	 of	 ‘atypical’	 is	 those	who	 fall	 outside	 of	 the	 demographics	 targeted	 by	
current	 breast	 cancer	 campaigns	 (i.e.	 young	 adults,	 pre-menopausal	 women,	 men,	
Māori/Pacifika,	 those	who	have	 not	 yet	 had	 families,	 ‘vulnerable’	members	 of	 society	
etc.).	
	
Heesoo	 et	 al,	 (2016)	 report	 that	 despite	 the	 considerable	 increase	 of	 cancer	 survival,	
there	 are	 limited	 studies	 of	 the	 lack	 of	 health	 information,	 the	 barriers	 to	 effective	
communication,	 and	 the	 complications	 surrounding	 survivorship	 issues,	 post-










2008).	 This	 paradigm	 rejects	 the	 objectivist	 view	 that	 consciousness	 resides	
independently	 of	 meaning	 within	 the	 world	 view	 (Collins,	 2010).	 Thus,	 using	 an	
interpretivist	approach,	allows	a	researcher	to	appreciate	people’s	differences	(Sanders,	
2012),	which	is	paramount	when	exploring	personal	experiences.	This	research	method	
allows	 exploration	 of	 the	 personal	 experiences	 of	 participants	 in	 this	 project.	 This	 in	






nature	 and	 quality	 of	 effective	 patient-clinician	 knowledge	 exchange,	 the	 outcomes	
related	to	decision	making	and	the	psychosocial	experiences	of	patients	(Thorne	et	al.,	




cancer	 patients	 in	 New	 Zealand	 to	 exert	 mastery	 and	 control	 over	 their	 cancer	
experiences	 (McWilliam	et	 al.,	 1999).	This	 can	be	 achieved	 by	addressing	gaps	 in	our	
current	 communication	 and	 knowledge	 exchange	 materials	 disseminated	 during	 the	




professionals	 about	 their	 current	 communication	with	 breast	 cancer	 patients	 in	 New	
Zealand,	and	to	determine	gaps	in	current	methods.	Through	interpretivist	methods	of	



















the	 Faster	 Cancer	 Treatment	 programme’s	 approach	 to	 providing	 both	 quality	 and	
efficient	 care	 for	 cancer	 patients.	 The	 Faster	 Cancer	 Treatment	 model	 is	 a	 recently	
implemented	Ministry	of	Health	programme	that	aims	to	 improve	patient	experiences	




A	 timeline	 of	 approximately	 56	 days	 from	 referral	 to	 surgery	 is	 the	 breast	 cancer	
‘pathway’	standard	for	patients	in	New	Zealand	(Figure	1.2).	According	to	the	Ministry	



















from	 referral	 to	 surgery.	 Breast	 cancer	 service	 standards	 were	 established	 by	 the	
National	 Breast	 Tumour	Standards	Working	Group	who	were	 tasked	with	 addressing	
the	 points	 of	 key	 interest	 across	 the	 breast	 cancer	 pathway	 of	 care.	 With	 these	
standards	intended	to	be	equally	beneficial	to	all	patient	demographics,	the	Ministry	of	





(via	 screening	 and	 genetic	 services);	 timely	 access	 to	 services;	 referral	 and	
communication;	investigation;	diagnosis	and	staging;	multidisciplinary	care;	supportive	









Whilst	 breast	 cancer	 mortality	 in	 New	 Zealand	 has	 fallen	 by	 19.6%,	 diagnoses	 have	
increased	 by	 18%	 in	 the	 last	 decade	 (Ministry	 of	 Health,	 2014).	 Breast	 cancer	 is	
becoming	 the	 leading	 cause	of	 cancer	 related	 deaths	 in	New	Zealand,	 resulting	 in	 the	
deaths	 of	 more	 than	 650	 patients	 per	 year.	 Therefore,	 the	 Ministry	 of	 Health	 and	
government	 initiatives	 such	 as	 the	 Healthier	 Lives	 National	 Science	 Challenge	 are	





A	 cancer	 diagnosis	 brings	 about	 a	 multitude	 of	 stressors	 for	 patients	 and	 their	
caregivers.	 As	 treatment	 commences,	 these	 stressors	 are	 often	 exacerbated	 by	 the	
rigorous	 demands	 of	 the	 cancer	 treatment	 pathway,	 which	 can	 include	 physically	
challenging	 and	 even	 life-threatening	 treatments.	 Potential	 outcomes	 include	 physical	
disabilities	 and	 scarring,	 severe	 and	 sometimes	 debilitating	 fatigue,	 and	 residual	 pain	
when	the	cancer	is	in	remission	or	‘cured’	(Hewitt	et	al.,	2005).	These	consequences	can	
be	further	exaggerated	in	the	presence	of	additional	psychological	and	social	stressors,	
such	 as	 absent	 familial	 or	 social	 supports	 and	 reductions	 in	 financial	 income	 due	 to	
illness.	 Physical,	 psychological,	 and	 social	 stressors	 are	 all	 frequently	 interlaced,	 both	
resulting	from	and	contributing	to	one	another	(National	Academies	Press,	2008).	
	
Clear	aims	must	be	established	 to	address	what	 the	 communication	needs	of	patients	
actually	 are	 (Hack,	 et	 al.,	 2005),	 at	 what	 stage	 the	 patient	 wants	 to	 receive	 the	
information	(Hack	et	al.,	2005;	Leydon	et	al.,	2000),	how	the	care	provider	can	convey	






















that	 lack	 of	 psychosocial	 support	 went	 unnoticed	 (National	 Academies	 Press,	 2008).	
The	 primary	 goal	 of	 an	 ideal	 medical	 management	 of	 cancer	 communication	 upon	
diagnosis	 and	 during	 treatment	 comprises	 of	 two	 key	 areas,	 each	 with	 its	 own	
expectations	 and	 associated	 secondary	 needs:	 discussions	 regarding	 the	 status	 of	 the	
disease,	its	diagnosis	and	prognosis;	and	discussions	about	treatment	and	management.	
	
Patients’	 communication	 needs	 can	 differ.	 A	 study	 conducted	 in	 the	 United	 Kingdom	






patients	 wanted	 to	 receive	 all	 possible	 information,	 showing	 that	 not	 all	 patients	
require	or	 seek	out	 full	detailed	 information	pertaining	 to	 their	 illness	 (Jenkins	et	 al.,	
2001).	 Therefore,	 health	 providers	 and	 support	 services	 professionals	 may	 find	 it	




lack	 of	 care	 or	 concern	 by	 health	 care	 professionals	 or	 systems.	 Rather,	 there	 is	 an	
acknowledgement	that	effective	and	inclusive	approaches	to	cancer	communication	are	
part	 of	 a	 large,	 dynamic	 and	 complex	 gauntlet.	Navigating	 its	 complexities	 is	 difficult,	
requiring	extensive	investigation	and	resource	application.	With	evidence	showing	poor	
communication	 issues	 being	 linked	 with	 anxiety,	 depression	 and	 anger	 (Rees	 et	 al.,	







treatment	 pathway,	with	 information	 being	 recognised	 as	 a	 necessary	 prerequisite	 to	
informed	decision-making	(Cawley	et	al.,	1990),	that	can	aid	coping	(Rees	et	al.,	1999).	
However,	 with	 the	 informational	 needs	 of	 patients	 changing	 over	 time	 (Luker	 et	 al.,	
1996)	a	dynamic	approach	is	warranted.	
	
Street	 et	 al.,	 (2009)	 discuss	 how	 clinician–patient	 communication	 can	 help	 predict	
health	outcomes	weeks	and	months	after	the	consultation,	although	they	acknowledge	
the	 specific	 mechanisms	 accounting	 for	 these	 findings	 are	 poorly	 understood.	 Best	
outcomes	from	effective	knowledge	exchange	include	patient	understanding,	trust,	and	
clinician–patient	agreement	(Ha	and	Longnecker,	2010).	These	affect	 the	 intermediate	









Fogarty	 et	 al.,	 (1999)	 state	 that	 even	 general	 conversation	 can	 be	 therapeutic	 for	 a	
patient	 if	 their	 physician	 uses	 it	 to	 validate	 the	 patient's	 perspective	 or	 express	
empathy.	 This	 in	 turn	 can	 improve	 the	 patient’s	 psychological	 state,	 reduce	 fear	 and	
anxiety	and	evoke	feelings	of	hope,	optimism,	and	self-worth	(Fogarty	et	al.,	1999,	Ong	
et	 al.,	 2000	 and	 Schofield	 et	 al.,	 2003).	 Even	 nonverbal	 communication	 cues	 such	 as	
touch	or	tone	of	voice,	can	improve	well-being	by	reducing	anxiety	or	providing	comfort	
as	discussed	by	(Henricson	et	al.,	2008;	Knowleton	et	al.,	2006	and	Weze	et	al.,	2004).	
There	 are	 multiple	 pathways	 through	 which	 communication	 between	 patients	 and	




better	 health	 for	 patients.	 These	 include:	 better	 care	 access;	 increased	 knowledge	
exchange	 and	 mutual	 understanding;	 improved	 medical	 decision-making;	 enhanced	














The	 term	 ‘social	 inclusion’	 portrays	 a	 society,	 which	 fosters	 engagement	 and	 allows	
room	 for	 diversity.	 But	 in	 order	 to	 achieve	 this	 ideal,	 the	 voices	 of	 people	 and	 their	
needs	and	concerns,	must	be	heard	(United	Nations:	DESA	(2009).	Delivering	a	message	
effectively	by	relying	on	traditional	images	can	and	often	does	clash	with	the	obligation	
to	 promote	 inclusivity	 as	 part	of	 a	 human	 rights	 approach.	 This	 is	 evident	 in	 current	
communication	methods	in	New	Zealand,	with	much	of	the	online	breast	cancer	support	














































When	considering	how	 to	 target	 communication	 to	 specific	population	demographics,	
certain	 parameters	must	 be	 applied.	 This	 process	 usually	 includes	 a	moral	 judgment	
which	takes	into	account	notions	of	both	equity	and	utility	(Rothschild,	2001).	However,	
the	 outcome	 of	 this	 approach	 is	 that	 groups	 can	 be	 unintentionally	 excluded	 because	
they	are	‘hard	to	reach’	or	a	lower	priority	(Guttman	&	Salmon,	2004).	The	result	of	this	
is	 an	 atypical	 or	 anomalous	 demographic	 that	 the	 communication	 is	 not	 designed	 to	
reach.	
	
This	 is	 particularly	 relevant	 when	 reviewing	 breast	 cancer	 communication.	Whilst	 it	
may	be	argued	that	current	communication	methods	are	best	aimed	at	the	majority	of	
breast	 cancer	 sufferers	 (Rose,	 1981),	 small	 changes	 in	 the	 inclusivity	 of	 effective	
communication	 methods	 can	 provide	 improved	 public	 health	 outcomes,	 even	 in	
populations	who	are	at	more	risk	(McLeroy	et	al.,	1995).	By	including	broader	segments	
of	 the	population	 in	 the	overall	message,	 campaigns	 can	promote	values	of	 solidarity,	
thus	reducing	the	likelihood	of	stigmatization	and	the	labelling	of	those	considered	‘high	
risk’	 (Beauchamp,	 1988).	 Alternatively,	 it	 may	 be	 decided	 to	 specifically	 target	 the	




Despite	 the	 arguments	 for	 targeting	 most	 current	 communication	 methods	 at	 the	
majority,	 i.e.	 those	 patients	 who	 can	 best	 benefit	 from	 the	 information,	 the	 same	
principles	must	also	be	used	to	target	the	minority.	With	cancer	statistics	increasing,	the	
numbers	of	 anomalies	who	 fall	outside	of	 the	 current	 communication	perimeters	will	











Gender	 bias	 and	 stereotypical	 imagery	 is	 currently	 utilized	 in	many	 aspects	 of	 breast	
cancer	information	and	campaigns,	which	can	cause	a	misdirection	of	communication	of	
relevant	cancer	information	to	the	atypical	patient.	This	can	result	in	creating	a	sense	of	
exclusion	 and	 isolation	 as	 well	 as	 a	 reduction	 in	 the	 positive	 impacts	 effective	




















many	 specific	 issues	 and	 communication	 barriers	 faced	 by	 pre-menopausal,	 young	
adults	with	breast	cancer.	These	 include:	undertaking	treatments	that	may	precipitate	
premature	 menopause	 and	 infertility;	 undergoing	 procedures	 that	 may	 affect	 body	
image	 and	 sexuality;	 the	 challenges	 of	 caring	 for	 young	 children	 whilst	 having	
treatment;	 the	potential	 impact	of	 the	diagnosis	 and	 treatment	on	employment	 status	
and	on	relationships	with	partners	(Thewes	et	al.,	2004).	Gray	et	al.,	(2005)	noted	and	
highlighted	 that	 pre-menopausal	 patients	 request	 more	 information	 than	 post-




It	 is	 important	 to	 factor	 young	 adults	 into	 current	 breast	 cancer	 health	 promotion,	
particularly	 during	 adolescence.	 If	 young	 adults	 form	 healthy	 habits	 early,	 they	 are	
more	 likely	 to	maintain	 them	 through	 adulthood	 and	 to	 know	how	 to	minimise	 their	
risk	 for	 preventable	 health	 issues	 (Bailey	 et	 al.,	 2013).	 The	 use	 of	 technology-based	
health	 promotion	 approaches	 among	 youth	 has	 been	 particularly	 encouraged	 due	 to	
technology’s	reach	and	popularity	with	this	age	group	and	is	seen	as	a	‘new	channel’	for	
behaviour	change	(Cullen	et	al.,	2013).	Research	has	shown	that	young	people	tend	to	















to	 be	 more	 aggressive	 (i.e.	 higher-grade	 tumours	 and	 more	 estrogen/progesterone	
receptor-negative	tumours)	(Maggard	et	al.,	2003).	
	
A	 number	 of	 studies	 have	 shown	 that	 younger	 cancer	 survivors	 experience	 more	
persistent	physical	symptoms	and	psychological	distress	than	their	older	counterparts	
(Mao	et	 al.,	 2007).	Many	young	patients	also	 reported	 that	 they	 felt	 their	needs	were	
unmet	within	the	context	of	their	cancer	treatment	pathway	(Hewitt	et	al.,	2007).	With	
















Gender	 disparities	 become	 evident	 not	 only	 in	 the	 physical	 impact	 but	 also	 on	 sex,	
quality	 of	 life,	 psychosocial	 differences,	 coping,	 and	 patients'	 partners.	 A	 cancer	
diagnosis	is	distressing	and	approximately	20%	and	30%	of	cancer	patients	continue	to	
display	 symptoms	 of	 anxiety	 or	 depression	 six	months	 after	 diagnosis	 (Nordin	 et	 al.,	
2001).	 However,	 depression	 is	 often	 considered	 incompatible	 with	 many	 core	
masculinity	 traits.	Societal	expectations	are	 for	men	to	be	the	strong,	silent	 type,	with	
restricted	 expressions	 of	 emotions.	 They	 are	 expected	 to	 be	 tough,	 self-sufficient,	






experienced	 by	 patients	 during	 and	 after	 their	 cancer	 experience	 (Kiss	 &	 Siegfried,	
2001).	
	




denial	 and	 a	 ‘toughen-up’	 attitude	 that	 suggests	 they	 just	 need	 to	 ‘shake	 it	 off’	 rather	
than	seeking	health	advice	or	health	care	(Smith,	2007;	Mellor	et	al.,	2012).	
	
Clinicians	 involved	 in	 psychosocial	 research	 in	 cancer	 think	 that	 gender	 affects	 how	
people	 cope	with	 cancer	 (Volkers,	1999)	 but	 there	 is	 little	 empirical	 research	 on	 this	
issue.	 Studies	 show	 most	 men	 with	 prostate	 cancer	 avoided	 disclosure	 about	 their	




burden	 to	 others	 (Gray	 et	 al.,	 2000).	 Partners	 are	 the	most	 important	 emotional	 and	
social	support	for	cancer	patients	(Baider	et	al.,	1996).	
	
To	support	and	care	 for	others	 is	a	 fundamental	 feature	of	 female	but	not	necessarily	
male	 gender	 identity.	 One	 study	 found	 that	 female	 partners	 possessed	 a	 better	







access	 to	 adequate	 health	 and	 education	 services	 are	 often	 below	 national	 averages	







effective	 intercultural	 communication	 to	 indigenous	 groups	 show	 a	 critical	 need	 to	
establish	 and	 maintain	 favourable	 knowledge	 exchange	 and	 relationships	 between	
patients	and	their	caregivers	(Dodd,	1995).	Medical	professionals	and	support	service	
providers	 must	 be	 able	 to	 meet	 their	 patients’	 needs	 relating	 to	 the	 additional	
challenges	 presented	 via	 language	 barriers,	 unfamiliar	 customs	 and	 practices,	 and	




be	 associated	with	 negative	 emotional	 responses	 (Neuliep	 &	McCroskey,	 1997),	 with	
patients	 reporting	 feelings	 of	 anxiety	 and	 awkwardness	 when	 interacting	 with	
caregivers	 from	 different	 cultural	 backgrounds	 (Stephan	 &	 Stephan,	 1985).	 This	was	
attributable	 in	part	 to	 communication	obstacles.	 Intercultural	 encounters	may	also	be	
confusing	 due	 to	 group	 differences	 in	 emotional	 expressivity	 and	 non-verbal	
communication	 styles	 (Kim,	 1986).	 Cultural	 variations	 in	 values,	 norms,	 and	 customs	






























brief	 to	 fully	evaluate	 their	hypotheses.	Further	 studies	 to	explore	Māori	 and	Pacifika	
cultural	 beliefs	 and	 attitudes	 towards	 breast	 cancer	 behaviours	 would	 provide	





effects	 and	 their	 overall	 prognosis	 (Meredith	 et	 al.,	 1996).	 However,	 there	 is	 a	 small	
minority	of	patients	who	do	not	wish	to	know.	These	are	most	likely	to	be	elderly,	those	
with	 a	 poor	 prognosis	 or	 those	 who	 come	 from	 deprived	 areas	 (Maguire,	 1999).	
Patients	 who	 may	 be	 vulnerable	 were	 identified	 as	 those	 with:	 hearing,	 speech,	 or	
cognitive	disabilities;	limited	access	to	communication	tools	and	supports;	linguistic	or	
cultural	 differences;	 limited	 health	 literacy,	 reading	 or	 writing	 skills;	 and	 disease,	
illness,	accident	or	event	related	communication	difficulties	(Pressman	and	Blackstone,	
2010).	Pressman	and	Blackstone	(2010)	highlighted	additional	difficulties	and	barriers	













outcomes,	 despite	 appropriate	 treatment	 (Platt	 &	 Keating,	 2007).	 Despite	 doctors’	
















Ferrell	 et	 al.,	 (1995)	 applied	 methods	 to	 gauge	 the	 quality	 of	 life	 for	 breast	 cancer	
survivors.	 These	 were	 then	 placed	 into	 four	 principal	 areas	 of	 well-being:	 physical,	
psychological,	 spiritual	 and	 social.	 These	 are	 areas	 which	 have	 been	 shown	 to	 be	
adversely	 affected	 in	 ‘high-risk’	 patients.	 With	 health	 care	 providers	 providing	 the	









To	 ensure	 high-risk	 patient	 adhere	 to	 treatment	 pathways,	 communication	 barriers	
must	 be	 identified	 early	 and	 the	 benefits	 and	 importance	 of	 treatment	 stressed	 and	
understood	(Platt	&	Keating,	2007).	Patients	adapt	their	treatment	adherence	according	
to	personal	worldviews	and	social	contexts,	which	can	result	in	a	conflicting	expectation	
of	 adherence	practice	 (Sawyer	&	Aroni,	2003).	Good	doctor-patient	 communication	 is	
an	effective	 instrument	that	can	be	used	to	understand	the	patient’s	expectations	and	






One	 of	 the	 most	 commonly	 documented	 associations	 in	 relation	 to	 communication	
outcomes	 is	 a	 correlation	 between	 poor	 communication	 and	 reduced	 patient	
satisfaction	(Ong	et	al.,	2000	and	Zachariae	et	al.,	2003).	 	Further,	the	fear	and	anxiety	
incurred	in	patients	who	have	experienced	poor	communication	is	believed	to	have	led	
to	 further	 demands	 upon	 the	 system	 in	 terms	 of	 the	 time	 and	 effort	 required	 to	
counteract	 the	 resultant	 emotional	 distress	 and	misinformation	 it	 causes	 (Humpreys,	
2000).	Thorne	et	al.,	(2005)	associates	poor	communication	with	a	number	of	untoward	
psychosocial	 consequences	 for	 cancer	 patients.	 These	 include	 heightened	 anxiety	 and	
depression	 (Ellis	 and	Tattersall,	 1999),	 poor	 psychological	 adjustment	 (Bishara	 et	 al.,	
1997),	 ineffective	 coping	 (Finset	 et	 al.,	 1997),	 hopelessness	 (Sardell	 &	 Trierweiler,	
1993),	and	reduced	quality	of	life	(Ong	et	al.,	2000).	
	
Psychological	 distress	 is	 often	 discounted	 as	 a	 normal	 consequence	 of	 having	 cancer	
(Fallowfield	 et	 al.,	 2001),	 which	 can	 result	 in	 patients	 not	 receiving	 the	 appropriate	
treatments	 for	 their	 mental	 health.	 In	 a	 study	 by	 Maguire	 et	 al.,	 (1980),	 training	
specialist	nurses	 to	 recognise	and	 refer	patients	who	developed	psychiatric	problems	
after	mastectomy	substantially	reduced	psychological	morbidity.	However,	a	later	study	












Clinicians	 who	 lack	 training	 in	 communication	 can	 have	 difficulty	 recognizing	 and	
responding	 to	 patients'	 ongoing	 informational	 and	 emotional	 needs	 resulting	 in	 a	
negative	patient	perception	of	the	competence	and	effectiveness	of	clinicians	within	the	
cancer	 care	 team	 (Levit	 et	 al.,	 2013).	 The	 doctor-patient	 interaction	 is	 invariably	
complex	 and	 patients	 are	 increasingly	 recognising	 that	 they	 are	 not	 just	 passive	
recipients	 in	 the	 communication	 process	 (Lee	 et	 al.,	 2003).	 However,	








must	 become	 willing	 to	 self-regulate	 their	 communication	 style	 and	 seek	 additional	
communication	 training	 (Roter	 et	 al.,	 2002).	 Patients	 and	 clinicians	 must	 seek	 a	
reciprocal	and	dynamic	relationship	in	order	to	facilitate	effective	knowledge	exchange	
and	 collaborative	 communication	 (Feudtner	 et	 al.,	 2007).	 This	 positive	 knowledge	
exchange	will	 ensure	 that	 patient	 concerns	 are	 raised	 and	 addressed,	 that	 treatment	




risk	 acceptance,	 and	 any	 associated	 cost	 to	 ensure	 an	 optimal	 outcome	 (DiMatteo,	
1998).	With	most	complaints	about	doctors	being	related	to	 issues	of	communication,	








in	 the	 costs	of	 care,	 improved	 information	 exchange	 and	 patient	 knowledge	of	 health	
issues,	and	enhanced	adherence	to	the	treatment	process	(Clack	et	al.,	2004).	
	
On	 the	basis	of	 a	 review	of	 the	 literature	and	with	 the	 recommendation	of	 a	panel	of	
doctors	 and	 cancer	 patients,	 Girghis	 and	 Sanson-Fisher	 (1995)	 created	 a	 set	 of	
standards	on	how	to	deliver	bad	news	to	patients.	These	 included	the	need	to:	ensure	
adequate	 privacy	 and	 time;	 assess	 patients'	 understanding	 and/or	 preconceived	
notions;	 be	 simple	 and	 honest	 about	 diagnosis	 and	 prognosis;	 encourage	 patients	 to	
express	 their	 feelings/concerns;	 be	 empathetic;	 give	 a	 broad	 but	 realistic	 time	 frame	
concerning	prognosis	and	arrange	follow	up.	Empowered	patients	are	more	likely	to	be	
successful	 in	managing	 their	 condition,	 collaborating	with	 their	 healthcare	 providers,	






society.	 This	 can	 lead	 to	 improvements	 in	 social	 inclusion	 and	 the	 reduction	 of	
communication	barriers	 (United	Nations:	DESA	 (2009).	Although	 it	 is	well	 recognized	
that	 cancer	 represents	 a	 crisis	 in	 the	 lives	 of	 those	 affected,	 there	 are	 aspects	 of	 the	
crisis	 that	 can	 be	 prevented	 or	 ameliorated.	 The	 negative	 consequences	 of	 poor	
communication	are	broad	and	substantial	in	scope.	Furthermore,	poor	communication	
exerts	economic,	social,	psychological,	emotional	and	collateral	costs	to	the	patient,	the	
patient’s	 support	 network,	 the	 clinicians,	 the	 cancer	 care	 system,	 and	 society	 itself	
(Thorne	et	al.,	2005).	
	







shows	 clear	 links	 between	 patients	 who	 received	 poor,	 misdirected	 or	 ineffective	
communication	 with	 poorer	 psychosocial	 and	 clinical	 outcomes.	 This	 thesis	 aims	 to	
contribute	 to	 current	 knowledge	 and	 the	 ongoing	 dialogue	 about	 cancer	 care	
communication	 and	 delivery,	 especially	with	 regard	 to	 identifying	 areas	where	 there	
may	be	issues	of	exclusion	or	poor	communication.	Inclusive	communication	in	cancer	
care	is	at	the	very	core	of	the	agenda	to	improve	patient	outcomes.	While	the	financial	




This	 study	 contributes	 by	 examining	 perspectives	 of	 health	 care	 professionals	 at	 the	
front	line	of	communication	with	breast	cancer	patients.	Specifically,	this	study	explores	
important	 categories	 of	 anomalous	 patients	 in	 the	 local	 context	 through	 thematic	
content	analysis	of	interview	data	from	health	practitioners.	This	chapter	has	reviewed	




The	 next	 chapter	 describes	 the	 research	 methodology	 used	 to	 explore	 health	
































depth	 and	 without	 the	 limitations	 of	 an	 existing	 framework	 (Creswell,	 2013).	




applied	 across	 the	 social	 sciences	 (Cassel	 &	 Symon,	 2004).	 This	 was	 an	 appropriate	
approach	 for	 the	 exploratory	 and	 descriptive	 nature	 of	 my	 research,	 allowing	 for	
participants’	 individual	 perspectives	 to	 be	 investigated	 in	 depth	 (Kvale	 &	 Brinkman,	
2009).	 The	 interview	 process	 provided	 the	 opportunity	 to	 understand	 participants’	










Approval	 for	 this	 research	 was	 granted	 by	 The	 University	 of	 Otago	 Ethics	 Office	
(Reference	number	D16/265)	in	September	2016.		The	participant	employment	spread	
is	 referenced	 below	 (Table	 2).	 The	 Cancer	 Society	 assisted	 in	 the	 recruitment	 of	
participants	 for	 this	 study	 by	 identifying	 potential	 health	 professionals	 and	 service	











The	 Health	 and	 Support	 Service	 professionals	 interviewed	 were	 asked	 if	 they	 could	
identify	 others	 who	 might	 be	 willing	 to	 discuss	 their	 breast	 cancer	 communication	
experiences	with	atypical	patients	in	an	interview	and	an	invitation	was	included	on	the	













Semi-structured	 interviews	were	 conducted	 in	Dunedin,	Otago,	New	Zealand	between	
July	and	October	2016.	Eleven	participants	gave	 in-depth	interviews	(ranging	 from	20	
to	 60	 minutes	 long)	 about	 their	 professional	 experience	 with	 breast	 cancer	
communication	 dissemination	 in	 New	 Zealand.	 Participants	 included	 support	 service	
professionals,	registered	nurses,	breast	cancer	co-ordinators,	breast	surgeons,	medical	
oncologists,	 cancer	 care	 co-ordinators	 and	 clinical	 psychologists.	 Participants	worked	
for	 the	District	Health	Board	 (hospital),	non-government	organisations	and	 in	private	
practice	 (Table	2).	Each	participant	was	asked	 the	 same	set	of	open-ended	questions,	
which	were	designed	to	encourage	a	good	sense	of	 the	participants’	 feelings,	attitudes	
and	personal	perceptions	in	relation	to	the	research	questions	(Braun	&	Clarke,	2006).	




communication	 dissemination	 in	New	Zealand	 (Table	 3).	Nine	 of	 the	 interviews	were	
face-to-face	and	 two	via	Skype	 (P7	 and	P10).	There	were	 issues	with	 the	Skype	calls	
dropping	out	on	both	occasions.	P7	had	a	very	 limited	timeframe	in	which	to	conduct	














Participant	 Consent	 form	 (Appendix	 V)	 to	 sign	 and	 return	 before	 any	 interview	







































At	 no	 time	were	 participants	made	 aware	 of	my	 own	 experience	with	 breast	 cancer.	
Participants	 were	 asked	 for	 permission	 before	 audio	 recording	 took	 place	 and	 they	
were	informed	that	the	sound	files	and	interview	transcripts	would	be	de-identified	and	
kept	 confidential.	 Each	 participant	 was	 reminded	 that	 their	 signed	 consent	 form	
reinforced	 their	 anonymity	 and	 that	 they	 could	withdraw	 from	 the	 study	 at	 any	 time	
without	prejudice.	
	
Throughout	 the	 interview,	 care	 was	 taken	 to	 be	 consistent	 in	 phrasing,	 sentence	
structure,	facial	expressions	and	body	language.	The	questions	were	delivered	in	much	




(Burchell	 et	 al,	 2009).	 To	 support	 this	 conversational	 style,	 I	 asked	 questions	 as	 the	






have	 had	 a	 strong	 interest	 in	 pursuing	 this	 topic	 for	 several	 years	 now.	 It	 was	 my	
intention	to	conduct	research	in	an	area	that	relates	to	atypical	cancer	patients,	with	the	
hope	 this	 research	 would	 improve	 experiences	 of	 others	 along	 the	 cancer	 journey.	
Whilst	 it	 was	 my	 personal	 experience	 that	 shaped	 the	 desire	 to	 undertake	 this	
exploratory	study,	the	potential	for	bias	in	the	questioning	and	in	analysis	of	participant	














The	 researcher	was	mindful	 that	 each	 interview	be	 conducted	consistently.	The	 same	
approach	was	applied	to	the	transcription	process.	When	possible,	the	audio	recordings	
of	the	interviews	were	transcribed	within	48	hours	of	the	interview.	This	was	to	ensure	
the	 content	 was	 fresh	 and	 the	 nuances	 and	 context	 could	 be	 accurately	 annotated.	




Comments	 from	 participants	 are	 identified	 with	 a	 ‘P’	 and	 numbered	 chronologically,	
according	 to	 the	 interview	 date.	 In	 order	 to	 ensure	 a	 smooth	 transition	 from	 oral	
delivery	 to	 typed	 transcription,	 repetitive	 words,	 pauses,	 stutters	 and	 gaps	 were	
removed.	For	example,	the	original	transcript	read:	









just	 helps.	 I	 think	 people	 my	 age	 don’t	 want	 to	 think	 they	 could	 get	
















interviewee	to	check	 for	accuracy	(Lincoln	&	Guba,	1985).	 In	 the	email	accompanying	




My	only	 change	would	be	 to	do	with	 this	paragraph:	 "We	have	an	 ‘end	of	
life’	document	that’s	come	from	the	lawyers	for	young	people	to	sort	of	talk	
about	 their	 wishes...	if	 they	 couldn’t	make	 decisions	 for	 themselves...	so	 at	
the	moment	we’re	using	 the	US	one	where	we	would	 love	 to	make	a	New	
Zealand	sort	 of	 version...	but	 once	 again,	 funding	 and	 time…".	 Can	 you	
change	it	to:	“we	have	an	‘end	of	life’	document	that’s	come	from	research	












	I	 am	 just	 a	 bit	 nervous	 that	 this	might	make	my	 participant	 a	 bit	more	
obvious	as	he	 is	 in	a	 small	group.	 I	 am	happy	 for	 you	 to	use	 the	 first	half	
though	if	that	helps.	(P2)	
	













researchers.	 Identifying	 details	 were	 stripped	 from	 the	 data	 files	 for	 use	 in	 data	





the	 content	 to	 make	 provisional	 sense	 of	 the	 collective	 data.	 Analysis	 was	 primarily	
inductive	(Braun	&	Clarke,	2006;	Thomas,	2006)	and	common	thematic	categories	that	
emerged	across	the	interviews	were	identified.	Analysis	was	guided	to	some	extent	by	
my	 prior	 understanding	 and	 tacit	 knowledge	 of	 the	 scientific	 context	 in	 which	
interviewees	work,	as	well	as	my	awareness	of	the	issues	that	were	likely	to	be	raised	
and	views	about	the	public	that	are	typical	to	the	discipline.	Some	studies	have	shown	










The	 content	 analysis	 of	 the	 qualitative	 data	 collated	 for	 this	 research	 allowed	 a	
narrative	 to	 emerge	 from	 the	 interview	 participants'	 stories	 and	 experiences.	 From	

















The	qualitative	data	obtained	 from	 the	 interviews	were	analysed	 and	sorted	 into	key	
categories	 relating	 to	 the	 research	 aims	 and	 questions.	 The	 categories	 that	 emerged	













and	 illustrative	 quotes	 were	 noted.	 Because	 of	 the	 semi-structured	 nature	 of	 the	
interviews,	 each	 interview	 was	 examined	 in	 its	 entirety.	 Using	 the	 coding	 manual,	















This	 chapter	 presents	 findings	 from	 semi-structured	 interviews	 with	 medical	 and	
support	service	professionals	who	work	on	the	‘front-line’	of	cancer	communication	in	
Otago,	 New	 Zealand.	 Every	 participant	 interviewed	 acknowledged	 the	 importance	 of	
improved	communication	in	general,	to	the	enhancement	of	the	cancer	patient	pathway.		
	
Participants	 expressed	 the	 importance	 of	 reviewing	 and	making	 recommendations	 to	
improve	both	internal	(interdepartmental)	and	external	communication,	so	as	to	break	
down	known	obstructions	 to	 the	effective,	more	holistic	 treatment	of	patients	 in	New	
Zealand.	 This	 is	 imperative	 as	 the	 number	 of	 breast	 cancer	 diagnoses	 continues	 to	
climb,	 and	 along	 with	 it,	 the	 present	 and	 ongoing	 physical	 and	 psychosocial	 issues	
surrounding	the	diagnosis,	treatment	and	survival	(Fallowfield,	et	al.,	2014).	The	review	
and	 improvement	 of	 current	 communication	methodologies,	 at	 the	 diagnosis	 stage	 is	
highlighted	 by	 participant	 responses.	 Decision	 making,	 by	 patients	 and	 their	 service	





that	 there	 are	 many	 mitigating	 factors	 to	 take	 into	 consideration	 when	 assessing	
patients’	 communication	 needs	 from	 a	 medical	 and	 support	 services	 viewpoint.	 For	
example,	who	is	the	patient?	Do	they	have	specific	cultural	needs?	Are	they	supported	
by	 friends	and	 family?	 If	not,	do	 they	have	an	advocate?	What	do	 they	know	already?	












with	 the	 diagnosis,	 so	 you	 have	 to	 tailor	 the	 communication	 that	 you’re	
doing	to	the	patient	in	front	of	you.	(P6)	
	
Participants	 were	 asked	 how	 they	 find	 communicating	 about	 breast	 cancer	 and	
treatment	with	patients	at	diagnosis.	It	was	made	clear	at	the	start	of	the	interview	that	
if	 the	 question	 pertained	 to	 communication	 outside	 of	 their	 role,	 that	 they	 could	
determine	 their	own	appropriate	 response.	All	 of	 the	participants	 in	 this	 study	 talked	
openly	about	their	passion	for	their	jobs,	their	commitment	to	care	for	the	sick	and	the	
importance	of	doing	everything	possible	to	ease	suffering.	












hit	all	 people	 that	have	 cancer…	The	 referral	 pathway’s	not	 robust.	Why?	
I’m	not	quite	sure.	I	think	it	has	something	to	do	with	the	consent	process…	




















atypical	 patient	 (to	 take	 into	 account	 their	 additional	 issues,	 i.e.	 gender,	 age,	 culture	





that…	 when	 you’ve	 got	 something	 out	 of	 the	 norm…	 that’s	 where	 you’re	
trying	to	save	them,	to	belong.	(P8)	
I	probably	would,	I	have	to	be	honest.	I	would.	For	a	moment,	I’d	be	a	little	
bit	 taken	aback	because	 it’s	unusual	and	 then	 I	would	probably	pay	 them	
more	attention	 that	 I	would	 of	a	normal	breast	 cancer	patient	 and	 that’s	















I	 don’t	 think	 there	 is	 a	 ‘typical’	 patient…	 some	 people	 are	 more	
disadvantaged	than	others,	but	when	it	comes	to	a	cancer	diagnosis	I	think	
how	 the	 person	 responds…	 finds	 their	 life	 unbalanced,	 quite	 individually	
different	and	I	 see	that	 in	high	 functioning	 individuals.	That	diagnosis	can	
completely	uproot	their	normal	life…	(P7)	
	
In	 addition	 to	 each	 individual	 being	 different,	 the	 same	 individual	 can	 have	 different	
needs	during	their	cancer	journey.	P6	particularly	noted:	
People	 recently	have	 talked	about	pendulums	of	 indecision,	when	people…	
will	 swing	 back	 and	 forth	 between	 uncertainty,	 fear…	 and	 at	 other	 times	




Many	 of	 the	 participants	described	 positive	 first	 impressions	 and	 rapport-building	 as	





away,	 you	may	 ring	 the	assessment	unit	because	 you’re	not	well,	 and	you	











Three	 of	 the	 NGO	 participants	 acknowledged	 the	 difficulties	 aren’t	 always	 when	 the	
patient	 is	 in	 front	of	 them.	For	many,	where	 the	 interaction	 is	voluntary	and	must	be	










relation	 to	 the	 major	 barriers	 to	 effective	 communication	 and	 knowledge	 exchange	









As	discussed	 in	Chapter	1,	pre-menopausal	women	have	a	host	of	different	 factors	 to	








young	 kids…	 you	 know	 they	 weren’t	 that	 age…	 When	 you	 look	 at	 those	
pictures	on	TV,	you	think	well	that’s	not	me	so	don’t	worry	about	it.		(P2)	
It’s	been	a	real	learning	curve	for	me…	trying	to	find	the	information	that’s	
age	 appropriate	 and	 targeted	 towards	 young	 people…	 It’s	 not	 really	 out	
there...	The	information	is	written	for	adults	or	written	for	children.	It’s	not	
written	for	teenagers	or	young	adults...	I	spent	quite	a	lot	of	 time	trying	to	
trawl	on	the	 internet	 to	 find	support	groups	specifically	 for	young	women	
with	 breast	 cancer	 and	talking	 to	 the	 breast	 cancer	 nurse	 specialists,	 you	
know	 trying	 to	 learn	 information	 from	 them	 to	 then	 deliver	 it	 in	 a	 youth	
appropriate	language	and	format.	(P10)	
	




























There	 are	 many	 factors	 to	 take	 into	 consideration	 when	 communicating	 to	 a	 young	
adult	with	cancer.	P10	talked	about	sitting	in	on	a	consultation	with	a	young	adult	and	
described	feeling	overwhelmed,	even	as	a	support	person	in	that	instance:	
I	 sat	 through	and	 listened	 to	all	 the	options	 that	 she	now	had	 to	 consider	
because	 she	 had	completed	 her	 chemotherapy	 and	 now	 she’s	 heading	 for	




























We	 don’t	 have	 any	 resources…	 to	 give	 out	 to	 young	 people…	We	 have	 a	
specific	 nurse	 specialist	 who	 looks	 after	 very	 young	 cancer	 patients…	 but	
that	only	goes	up	to	the	age	of	25…	but	not	any	other	resources	above	and	
beyond	the	norm	for	women	in	their	30’s	and	40’s.	(P6)	
It’s	 very,	 very	 stressful	 for	 the	 ones	 that	 are	 out	 of	 the	 ‘norms’	 like	 your	
younger	 ladies	who	 have	 quite	 often	 got	 young	 children…	 or	 are	working	
just	 to	 pay	 the	 bills.	 How	 do	 they	 cope?...	 I	 don’t	 by	 any	 means	 mean	 to	
demean	 the	 experience	 that	 an	 older	 person	 has.	 It’s	 still	 cancer,	 it’s	 still	
facing	one’s	mortality	but	I	personally	don’t	find	they	have	as	much	stress	as	
a	younger	person.	(P9)	









are	 the	 sexual	 side	 effects	 of	 the	 treatment	 that	 you’ve	 had?	 You	 know,	






actually	 understand	 what	 that	 means?	 And	 if	 you	 do	 want	 children	 you	
potentially	want	to	not	wait	too	long.	(P10)	
	
Other	 issues	 discussed	within	 the	 theme	 for	 young	 adults	with	 cancer	 related	 to	 the	
following	 issues:	 chemotherapy	 being	 a	 visual	 representation	 of	 their	 cancer	 (i.e.	








survivorship...	reconnecting	 them	 to	 their	 GP	 and	 also	 the	 other	 care	
workers	around	New	Zealand	in	case	they	go	travelling...	when	you’re	older,	
you’re	likely	to	have	had	your	personal	insurances	and	that	sorted	out.	Well,	
young	 people	 possibly	won’t	 have	 health	 insurance	 or	 travel	 insurance	 or	
house	 insurance	or	 life	insurance	or	any	of	 those	things	yet,	or	 they	would	






Discussions	 around	 this	 category	 provided	 a	 unanimous	 view	 about	 a	 need	 for	 age	
appropriate	 resources,	 including	 tools	 and/or	 positive	 role-model	 campaigns	 being	










difficult…	 you	 know	 the	 basic	 New	 Zealand	 attitude	 just	 is	 women	 have	
breast	cancer,	but	that’s	not	true.	Men	do	too…	and	that’s	hard	especially	if	
they’re	the	breadwinner	and	they’re	at	work	and	then	they	have	to	face	all	
that	 chemo	and	 radiation	 therapy…	and	 the	 surgery	 is	 just	as	mutilating.	
(P1)	
	
Participants	 to	 this	 study	 reported	 that	 the	 male	 experience	 with	 breast	 cancer	
communication	 is	 generally	 quite	 poor.	 Because	 of	 societal	 notions,	 a	 female	 gender	
media	bias	and	 little	 education	about	 the	potential	 for	men	 to	get	breast	 cancer,	 they	
discussed	 how	 men	 who	 do	 seek	 treatment	 are	 often	 in	 later	 stages	 of	 the	 disease,	
which	has	negative	implications.		
	Not	men.	Not	men	at	all.	And	I	think	it’s	something	that	men	won’t	initially	
think	 and	 the	 doctors	 won’t	 initially	 think…	 from	 what	 I	 learnt	 it	 was	




happening	 and	 those	 suffering	 need	 to	 be	 catered	 for.	 Every	 health	 professional	
participant	 in	 this	 study	 had	 encountered	 and	 cared	 for	males	with	 breast	 cancer	 in	
New	Zealand	although	their	recommendations	for	dealing	with	this	issue	varied.		
	
P3	 suggested	 clinicians	 could	 avoid	 contributing	 to	 male	 cancer	 patients’	 feelings	 of	
isolation	or	exclusion	by	normalising	the	experience:	














it’s	 fairly	 common	 to	 think	 they’re	 going	 to	 have	 problems	 with	 their	
femininity	 afterwards	 and	 you	 know	 they	 might	 struggle	 with	 that	
psychologically…	A	man	can’t	really	talk	to	his	guy	mates	about	how	he	feels	
as	easily.	And	if	he	goes	into	a	support	group	for	breast	cancer	survivors,	it’s	





describing	 male	 patients	 saying	 they	 felt	 poorly	 represented	 in	 breast	 cancer	
campaigns,	in	a	“pink”	world:	
Men	are	always	in	those	campaigns	but	it’s,	‘I’m	wearing	this	for	my	sister.’	
It’s	 not,	 ‘I’ve	had	 breast	 cancer.’	 They’re	 always	 the	 supporter	 and	 that	 is	
more	likely	going	to	be	their	role.	But	that’s	how	we	always	think	of	men	in	
a	breast	cancer	arena	and	it’s	not	always	the	way.	I	think	the	advertising,	if	
you	make	 it	all	women	and	all	women	who	are	middle	aged,	 it’s	 blocking	
those	others	out	and	 it’s	making	 it	a	 lot	harder	 for	 them	 to	accept	what’s	
happened	and	also	find	support	and	reach	out	to	get	help.	(P2)	
	
P5	 talked	 about	 males	 using	 coping	 strategies	 in	 line	 with	 pre-conceived	 notions	 of	
what	society	expects	of	them	as	a	“man”:	
I	 would	 have	 a	 couple	 of	men	 you	 know	 in	 their	 50’s,	 60’s,	 70’s	 and	 they	
would	have	one	or	two	polite	sessions	and	then	they	say	‘nah	I’m	fine’.	And	











Some	 participants	 described	 additional	 factors	 faced	 by	 males	 with	 breast	 cancer,	
including:	 embarrassment,	 feelings	 of	 isolation,	 lack	 of	 education,	 understanding	 of	





Māori	 and	 Pacifika	 patients	 face	 a	 host	 of	 cultural	 and	 communication	 barriers	 to	
effective	knowledge	exchange	during	their	cancer	pathway.		
	
P3	 reflected	 on	 an	 experience	 where	 their	 support	 was	 not	 considered	 culturally	
appropriate	by	a	patient,	as	the	P3	is	Pākehā:	
I	 worked	with	 a	 gentleman	 in	 ****,	 I	 worked	with	 him	 intensively	 on	 the	
phone.	When	he	met	me,	 I	was	a	 disappointment	 to	him.	 I	 look	 like	 I’m	a	
member	of	authority	and	he	told	me	as	such.	It	 took	me	ages	to	reconnect	
on	 the	 phone	 so	 sometimes	 I	 think	my	 appearance	 is	 a	 barrier	 and	 I	will	





When	 I	 was	 going	 through	 med	 school…	 there	 wasn’t	 a	 lot	 of	 cultural	
sensitivity…	but	there’s	a	lot	more	significant	training	on	that	in	the	medical	










patients.	 Especially	 in	 geographical	 areas	 where	 there	 are	 smaller	 Māori	 or	 Pacifika	






Participants	 expressed	 that	 medical	 professionals	 and	 support	 services	 are	 aware	 of	
these	 cultural	 obstacles	 and	 often	 consider	 them	 when	 presented	 with	 a	 patient	 of	
ethnicity.		
I	 think	once	 you’ve	 taken	 in	 their	 cultural	differences	 they	 feel	a	bit	more	




structures	 in	 place	 to	 accommodate	 Māori	 and	 Pacifika	 patients,	 with	 a	 view	 to	
improving	 their	outcomes.	However,	more	education,	understanding	and	 resources	 to	
this	area	are	needed,	as	expressed	by	several	participants	in	this	study.	
I	use	the	‘one	car	in	the	driveway’	technique…	it	comes	from	working	in	the	












Many	 Asian	 medical	 beliefs	 and	 practices	 differ	 significantly	 from	 Western	 ones.	




	Increasingly	 we’re	 seeing	 a	 group	 of	 first	 generation	 New	 Zealanders	 of	




hospital	 not	 having	 the	 resources	 for	 a	 full-time	 translator.	 They	 explain	 how	 issues	
relating	 to	 privacy	 can	 be	 compromised	 in	 communities	 with	 a	 particularly	 small	
cultural	demographic.		










work	with	what	we’ve	got.	So,	 I	 think	 if	 the	healthcare	professional’s	 truly	
going	into	every	contact	with	the	best	intent	for	the	patient,	that’s	the	most	
you	can	hope	for.	As	we	sometimes	need	to	use	means	we	know	in	our	heart	











health	 issues	 or	 who	 are	 vulnerable	 members	 of	 society	 (i.e.	 sex	 industry	 workers,	
homeless	or	displaced	people	or	those	without	any	family	or	other	form	of	support)	are	
considered	 ‘high	risk’.	These	patients	are	often	difficult	 to	support	during	their	cancer	
treatment,	 as	 highlighted	 by	 participants	 during	 this	 study.	 Studies	 have	 shown	 that	
people	 with	 good	 social	 support	 are	 more	 observant	 and	 responsive	 to	 health	
campaigns	 designed	 to	 increase	 awareness	 and	 preventative	 health	 behaviour	
(Andsager,	et	al.,	2001).	
	
Participants	 in	 this	 study	 pointed	 out	 that	 high-risk	 patients	 rarely	 attend	 regular	
treatment	 or	 participate	 in	 effective	 knowledge	 exchange	 with	 medical	 and	 social	
support	professionals	during	their	pathway.	They	often	present	in	the	metastasized	and	
terminal	 stages	 of	 their	 cancers.	 High-risk	 patients	 are	 identified	 early	 by	 health	
professionals	 via:	 co-morbidity	markers	 (one	 or	more	 additional	 diseases),	 addiction	
(alcohol	 or	 other	 drug	 dependency),	 mental	 health	 issues,	 violence	 or	 sexual	 abuse;	
and/or	 recognition	as	 “vulnerable	members	of	 society”	 (i.e.	 sex	workers,	homeless	or	
displaced	people	or	those	without	any	form	of	family	or	other	support).	
	
P3	 talked	 about	 the	 frustrations	 of	 trying	 to	 convince	 patients	 to	 attend	 life-saving	
treatment:	
You	 can	 have,	 you	 know,	 really	 depressing	 days	 where	 you’ve	 done	
everything.	 You’ve	 got	 that	 patient	 all	 the	way	 through	 and	 then	 you	 get	
them	to	the	door	of	the	treatment	and	they	say	‘no’.	(P3)	
	














The	high-risk	patient	group	numbers	are	high	and	 the	support	 role	 can	be	dangerous	
(including	 on-site	 visits	 to	 ‘Black	 Power’	Motorcycle	Gang	 homes	 and	 known	drug	 or	
prostitution	areas).	To	 cater	 for	 this,	 the	Dunedin	District	Health	Board	has	 created	a	






A	breast	 cancer	patient	 is	 considered	a	 ‘Survivor’	 from	 the	moment	of	diagnosis	until	
the	end	of	life	(Ullman,	2014).	A	growing	number	of	people,	who	would	be	considered	
cancer	survivors	are	currently	living	with	a	history	of	breast	cancer	(Mao	et	al.,	2009).	
Due	 to	 population	 age	 and	 growth,	 the	 incidence	 of	 cancer	 is	 likely	 to	 continue	 to	
increase	 (Yabroff	 et	 al.,	 2004)	 and	 the	 scope	 of	 oncology	 specialists	 is	 possibly	
inadequate	to	address	the	broad	spectrum	of	patient	needs	during	cancer	survivorship	
(National	Academies	Press,	2008).	As	more	breast	cancer	patients	survive	past	the	five-
year	 life	 expectancy	 mark,	 and	 longevity	 increases,	 other	 issues	 start	 to	 develop.	
Toxicity	and	detrimental	side-effects	from	radiation	and	chemotherapy	treatments	may	
not	appear	until	decades	later	(Ullman,	2014)	as	well	as	other	chronic	diseases	that	can	










does	 not	 always	 take	 behavioural,	 psychosocial	 changes,	 and	 late	 adverse	 effect	
detection	into	account	(Hewitt	et	al.,	2007).		
	
Despite	 acknowledgment	 of	 the	 significance	 medical	 follow	 up	 plays	 in	 cancer	
survivorship	care,	the	research	in	this	area	is	limited	(Mao	et	al.,	2009).	The	Institute	of	
Medicine	 report	 (National	 Academies	 Press,	 2006)	 indicated	 that	 the	 health	 system	
appears	fragmented	and	without	a	suitable	strategy	in	place	to	assist	cancer	patients	to	
navigate	the	many	intricacies	of	survivorship,	post	treatment.	With	an	estimated	30%	of	
women	 diagnosed	with	 breast	 cancer	 developing	 psychological	morbidity	within	 one	
year	 of	 diagnosis	 (NZGG,	 2009),	 the	 weight	 of	 this	 problem	 exists	 for	 clinicians,	
researchers,	and	policy	makers	to	redesign	survivorship	care.	





Approximately	 87%	 of	 patients	 in	 New	 Zealand	 are	 now	 surviving	 breast	 cancer	
(Ministry	of	Health,	2014).	With	advances	in	breast	cancer	diagnostics,	early	detection	
and	 treatment	 including	 drug	 therapy,	 the	 mortality	 rates	 have	 trended	 downwards	
between	2001	and	2011,	 falling	by	19.6%	(Ministry	of	Health	NZ	2011).	Therefore,	 it	
appears	patients	are	being	effectively	 supported	and	medically	 treated	at	 the	 front	of	
their	breast	cancer	pathway.	However,	participants	to	this	study	conceded	not	enough	
is	being	done	to	prepare	survivors	 for	 the	end	of	 treatment,	 to	allow	them	to	process	
their	experience,	 adjust	 to	 their	new	 ‘norm’	and	reintegrate	effectively	back	 into	their	
















Perceptions	 of	 participants	 in	 this	 study	 suggest	 that	 many	 patients	 suffer	 a	 ‘crash’	












And	 you	 know	at	 some	 point	 they’re	 gonna	 crash.	 Absolutely.	 So,	 you	 just	
wait.	And	they	do.	(P1)	
People	 around	 them	 said,	 ‘Oh	 your	 hair’s	 grown	 back,	 you	 should	 be	 fine	





This	 crash	 has	 been	 observed	 in	 other	 studies	 and	 can	 affect	 survivors	 physically,	
























participants	 in	 this	 study	 acknowledged	 its	 limitations,	 i.e.	 that	 atypical	 patients	 are	
generally	 less	 likely	 to	 seek	 medical	 treatment,	 participate	 in	 effective	 knowledge	
exchange	and	engage	in	support	opportunities	within	the	community.	Thus,	the	atypical	







to	work	 and	 even	 suicide	 (Ong	et	 al.,	 2000;	Zachariae	 et	 al.,	 2003;	Humphreys,	2000;	
Thorne	et	al.,	2005).	
They	put	all	these	services	in	place	and	then	they	go,	‘See	you	later’.	And	it’s	











The	 data	 outcomes	 of	 this	 study	 outlined	 perspectives	 of	 health	 professionals	 about	
gaps	 and/or	 barriers	 to	 effective	 communication	with	 breast	 cancer	 patients	 in	 New	
Zealand.	 The	 results	 of	 the	 qualitative	 research	 conducted	 via	 interviews	 with	
participants	 (n=11)	 defined	 categories	 related	 to	 gaps	 and	 barriers	 to	 effective	
communication	and	knowledge	exchange.	These	were:	Age,	Gender,	Culture,	High-Risk	




Participants	 in	 this	 study	 discussed	 their	 perspectives	 on	 the	 way	 communication	
occurs	with	breast	cancer	patients	in	New	Zealand,	and	atypical	patients	 in	particular.	
Participants	 provided	 insight	 into	 their	 approaches	 and	 communication	 style	 with	
patients	and	how	that	proceeds	along	the	cancer	treatment	pathway.	Participants	then	
responded	 about	 whether	 they	 modify	 their	 approach	 when	 faced	 with	 an	 atypical	
patient.	 Participants	 provided	 their	 thoughts	 around	 the	 barriers	 to	 effective	
communication	 and	 knowledge	 exchange	 between	 patients	 and	medical	 and	 support	
service	providers	in	New	Zealand.	And	finally,	participants	provided	recommendations	
on	ways	 to	 improve	 communication,	 ameliorate	 barriers	 and/or	 be	more	 inclusive	 in	











in-depth,	 face	 to	 face	 interviews	with	 health	 professionals,	 in	 order	 to	 ascertain	 and	
explore	their	perspectives	with	communication	with	patients	during	the	breast	cancer	
treatment	 pathway.	 The	 results	 of	 those	 interviews	 were	 then	 evaluated	 and	 the	
emergent	areas	(or	gaps)	were	categorised.	The	categories	which	relate	 to	barriers	 to	
effective	 communication	 were	 identified	 as:	 Age,	 Gender,	 Culture,	 High-Risk	 and	
Survivorship.	
	
The	 analysis	 of	 the	 data	 shows	 that	 there	 is	 a	 need	 for	 more	 inclusive	 methods	 of	
communication	 to	 be	 adapted.	 These	 include:	 multimedia	 and	 written	 literature	
resources	 that	 are	 gender,	 culture	 and	 age	 appropriate;	 review	 of	 mechanisms	 for	
linguistic	barriers,	so	as	to	avoid	compromising	patient	confidentiality;	consideration	of	
a	 more	 inclusive	 approach	 to	 online	 media	 with	 respect	 to	 gender;	 and	 a	 focus	 of	





perspectives	without	 the	 limitations	of	an	existing	 framework	(Creswell,	2013)	 in	 line	
with	 the	 research	 question:	 ‘What	 are	 perspectives	 of	health	 care	 practitioners	 about	
gaps	in	communication	with	breast	cancer	patients	in	New	Zealand?’	It	is	the	intention	




study	 revealed	 highlights,	 recommendations	 and	 concerns	 surrounding	 the	 way	 we	
currently	 communicate	 to	 breast	 cancer	 patients,	 especially	 to	 atypical	 breast	 cancer	
patients	 in	 New	 Zealand.	 The	 different	 approaches	 in	 communication	 depend	 on	 the	
type	of	patient	presenting.	There	are	numerous	barriers	to	effective	communication	and	










An	 exploratory	 case	 study	 approach	 was	 utilised	 (Cassel	 &	 Symon,	 2004).	 With	
individual	 perspectives	 being	 investigated	 in	 depth,	 the	 exploratory	 case	 study	
approach	 was	 deemed	 a	 robust	 framework	 for	 the	 narrative	 nature	 of	 my	 research,	











The	 type	 of	 information	 sought	 for	 this	 research	 was	 whether	 health	 professionals	
adapted	their	communicative	approach	to	the	person	in	front	of	them,	or	whether	they	
applied	a	 ‘one-size-fits-all’	approach.	 If	 they	did	adapt	 their	methodologies	 to	be	more	
culturally,	gender,	age	or	‘communication	vulnerable’	aware,	how	did	they	do	this	and	





a	 focus	 on	 the	 atypical	 experience.	 The	 approach	 to	 this	 research	 was	 to	 use	 an	
exploratory	 case	 study	 framework	with	 content	 analysis	 applied	 to	 the	 findings.	 The	
overarching	 research	 question	 posed	 in	 Chapter	One	 is:	What	 are	 the	 perspectives	 of	
gaps	 in	 communication	 to	 breast	 cancer	 patients	 in	 New	 Zealand.	 This	 research	







Gender,	 Culture,	 High-Risk	 and	 Survivorship.	 With	 the	 development	 of	 inclusive,	




In	 Chapter	 One	 the	 existing	 literature	 regarding	 breast	 cancer	 communication	 was	
reviewed	and	assessed.	Whilst	many	studies	have	 been	done	on	one	or	all	 of	 the	key	
areas	identified,	there	is	little	research	that	has	identified	barriers	faced	in	New	Zealand	











GENDER:	 It	 was	 surprising	 to	 discover	 that	 New	 Zealand	 does	 not	 have	 any	 gender	
specific	 literature	or	 tools/resources	 targeted	towards	males	with	breast	 cancer.	This	
was	 introduced	 into	 the	data	 from	 in-depth	 interviews	with	health	professionals	who	
communicate	directly	patients,	as	well	as	from	the	perspective	of	males	interviewed	for	
the	creative	component,	one	concerned	about	changes	in	his	breast	and	one	diagnosed	
with	 breast	 cancer	 in	 the	 creative	 component	 documentary	 “I’m	 Still	 Here”	 (Chapter	
Four	and	Appendix	II):	
	I’ve	felt	this	all	the	way,	that	I	was	just	a	special	case,	that	males	didn’t	get	










cancer.	This	was	 raised	 several	 times	during	 the	 interviews	with	health	professionals	
who	coordinate	the	care	of	young	adults	in	the	breast	cancer	pathway:	
Trying	to	find	the	information	that’s	age	appropriate	and	targeted	towards	




This	 study	 has	 highlighted	 the	 additional	 issues	 faced	 by	 young	 adults	 with	 breast	
cancer.	Targeted,	age-appropriate	communication	resources	should	be	produced.	
	
HIGH	 RISK	 or	 ‘COMMUNICATION	 VULNERABLE’:	 This	 is	 a	 demographic	 that	 the	
researchers	 did	 not	 anticipate.	 Whilst	 it	 is	 noted	 that	 District	 Health	 Boards	 are	
applying	 methods	 to	 improve	 dips	 in	 attendance,	 knowledge	 exchange	 with	 health	
professionals	 and	 adherence	 to	 the	 cancer	 pathway	 for	 patients	 from	 a	 cultural	
perspective,	 the	 same	 should	 be	 applied	 for	 the	 high-risk	 patients	who	 show	 poorer	








them.	 It	 did	 not	 allow	 for	 diversity	 of	 communication	 approaches	 amongst	 different	





















Dunedin,	 New	 Zealand.	 This	 means	 that	 the	 results	 are	 potentially	 biased	 to	 the	
geographical	 location	of	Otago	 in	 the	South	 Island	of	New	Zealand.	Whilst	 the	 results	
presented	 here	 may	 be	 indicative	 of	 national	 issues	 facing	 patients	 and	 health	


















The	 creative	 component	 of	 this	 thesis	 comprises	 of	 two	 sets	 of	 digital	 media	 (film)	
resources,	 one	 being	 a	 26-minute	 documentary	 and	 the	 other	 being	 three	 3-minute	
webisodes.	These	latter	resources	were	designed	and	created	to	increase	awareness	of	
communication	issues	 faced	by	atypical	case-study	patients	during	their	breast	cancer	
treatment	pathway.	 	The	documentary	 is	broader	 in	scope,	addressing	survivorship	 in	
the	full	spectrum	of	breast	cancer	survivors.	
	
The	webisodes,	provide	perspectives	of	 a	young	woman’s	breast	 cancer	experience,	 a	
young	male	with	a	potential	breast	 cancer	diagnosis,	 and	 the	 recommendations	of	 an	





Physical	 Education	 at	 the	 University	 of	 Otago.	 The	 documentary	 provides	 a	 positive	
example	 of	 an	 exercise	 initiative	 that	 is	 directly	 addressing	 survivorship	 issues	 for	
breast	 cancer	 patients.	 It	 does	 this	whilst	 simultaneously	 providing	 survivors	with	 a	
safe	and	inclusive	place	to	come	together,	share	their	stories	and	support	each	other	in	
a	 close-knit	 community.	 It	 quickly	 becomes	 evident	 that	 this	 gym	 provides	 physical,	
emotional	 and	 psychological	 support	 for	 its	 participants,	 some	 of	 whom	 could	 be	
considered	atypical	breast	cancer	patients	(a	male,	a	young	woman	with	small	children	













Lives	 -	 National	 Science	 Challenge	 (https://healthierlives.co.nz/).	 The	 aim	 is	 to	
encourage	 discussion	 of	 effective	 knowledge	 exchange,	 particularly	 with	 health	
practitioners,	and	to	provide	a	sense	of	connective	empathy	rather	than	a	list	of	do’s	and	
don’ts.	The	aims	therefore	tie	in	with	the	research	objectives	outlined	in	Chapter	1.	It	is	
hoped	 that	 the	 resources	 inform	 and	 support	 improved	 communication	 about	 breast	
cancer.	
	
Effective	 communication	 and	 knowledge	 exchange	 is	 key	 to	 allowing	 patients	 to	
maintain	 feelings	 of	 control	 over	 their	 cancer	 experience	 (McWilliam	 et	 al.,	 1999).	
Patient	 empowerment	 will	 only	 occur	 with	 continued	 support	 and	 tailored	 advice	
provided	 by	 health	 professionals	 (Bredart	 et	 al.,	 2015),	 continuing	 well	 after	 their	
medical	 treatment	 has	 concluded.	 Doctor-patient	 interaction	 is	 often	 complex	 and	
patients	now	recognise	that	 they	are	not	merely	passive	recipients	of	communication,	
rather	 they	must	 seek	 information	out	 and	willingly	 participate	 in	 its	 communication	




Once	 the	 cancer	 treatment	 pathway	 is	 finished,	 the	 connection	 between	 service	
provider	 and	 patient	 diminishes	 (Mack,	 2009).	 Both	 patient	 and	 service	 provider	 are	
left	to	reflect	on	their	experiences	retrospectively.	These	creative	components	provide	
lasting	testimonies	that	can	be	reviewed	many	times	by	anyone	interested	in	this	field.	














comprehension,	 understanding	 and	 increased	 memory	 (Berk,	 2009).	 As	 society	
increases	 its	 trend	 of	 using	 digital	 media	 platforms	 to	 convey	 information,	 it	 is	
imperative	 that	 the	 information	 communicated	 is	 verified	 and	 reliable.	 Scientists	 are	
increasingly	 using	 narratives	 to	 convey	 substantiated	 data	 that	 not	 only	 evokes	








would	 be	 webisodes	 created	 for	 online	 sharing.	 Based	 on	 the	 data	 provided	 in	







from	 the	 perspective	 of	 three	 individuals.	 The	multimedia	 narrative	 resources	 follow	
the	 journeys	 of	 a	 young	 woman	 diagnosed	 with	 breast	 cancer	 at	 32,	 a	 young	 man	
concerned	 about	 a	 breast	 cancer	 diagnosis	 and	 the	 specialist	 perspective	 from	 an	
oncologist	 and	 Cancer	 Society	 spokesperson	 from	Dunedin	 Hospital.	 The	 intention	 of	
the	narratives	was	to	explore	different	perspectives	of	people	who	had	come	into	direct	





















“I’m	 Still	 Here”,	 the	 documentary,	 provides	 an	 exemplar	 of	 a	 health	 professional	
mitigating	 negative	 survivorship	 issues	 whilst	 promoting	 health,	 life	 and	 exercise	 in	
breast	cancer	patients,	both	during	and	post	treatment.	This	documentary	is	the	second	
of	 two	 creative	 components	 of	 this	 thesis.	 It	 is	 a	 complete	 film	 with	 a	 26-minute	
duration	including	credits.	The	creative	components	or	digital	media	resources	included	
as	part	of	 this	thesis	can	be	used	to	educate	and	 inform	both	health	professionals	and	

















consulted	 about	 appropriateness	 of	 the	 webisodes	 as	 resource	 tools	 for	 health	
communication.	Professor	Mann	 indicated	that	 these	webisodes	reflected	the	National	
Science	 Challenge’s	 mission	 statement	 to	 “deliver	 the	 right	 prevention	 to	 the	 right	
population	and	the	right	treatment	to	the	right	patient.”	(https://healthierlives.co.nz)	(J.	
Mann,	 personal	 communication,	 7th	 November	 2016).	 It	 is	 the	 expectation	 that	 these	



















2014)	 hence	 I	 desired	 to	 create	 digital	 media	 components	 that	 increased	 awareness	
about	 the	 issues	of	atypical	patients	and	of	survivorship	that	emerged	 in	the	research	






experiences	 of	 breast	 cancer	 patients	 and	 health	 professionals	 in	 Dunedin,	 New	
Zealand.	 The	 documentary	 “I’m	 Still	 Here”	 highlights	 the	 importance	 of	 physical	
exercise	 in	 a	 supportive	 gym	 setting	 on	 mitigating	 negative	 survivorship	 issues	 for	
breast	cancer	patients.	The	storyline	centres	on	Dr	Lynnette	Jones,	a	Senior	Lecturer	at	
the	School	of	Physical	Education	at	the	University	of	Otago	being	inspired	to	create	an	








These	 creative	digital	media	 components	were	developed	 to	visually	demonstrate	 the	
atypical	 experience	 with	 breast	 cancer	 communication.	 In	 conjunction	 with	 this,	 the	
webisodes	and	documentary	were	designed	to	provide	real-world	examples	of	effective	





cancer	 pathway	 reflected	 what	 the	 research	 had	 shown.	 He	 noted	 that	 New	 Zealand	
men	are	not	offered	relevant	 literature	relating	to	 their	breast	cancer	experience,	 that	
he	felt	shocked	at	his	diagnosis	as	he	didn’t	know	men	could	get	breast	cancer,	and	that	
he	felt	he	must	be	a	‘special	case’	but	was	surprised	to	learn	there	were	three	other	men	
in	 Dunedin	 receiving	 treatment	 for	 breast	 cancer	 at	 the	 same	 time	 as	 he	 did.	 This	
highlights	 that	whilst	males	 getting	 diagnosed	with	 breast	 cancer	 is	 still	 perceived	 as	
















We	 also	 have	 seen	 a	male	 breast	 cancer	 survivor.	 Interestingly,	 that	 was	
something	he	highlighted.	Was	that,	everything’s	about	‘women	doing	it	for	
themselves’,	 it’s	 about	 women	 coming	 together…	 everything’s	 pink.	 He	
actually	 asked	 the	 clinical	 nurse	 specialist	 to	 contact	me,	 to	 enquire	 if	 he	
would	be	eligible	to	come	into	the	program.	And	of	course,	he	was	eligible.	
And	 he	 fitted	 in	 here	 perfectly.	 Dr	 Lynnette	 Jones,	 “I’m	 Still	 Here”	
documentary.	
	
















see	 my	 granddaughter	 at	 school	 (gets	 visibly	 upset).	 We	 were	 at	 my	




not	 only	 to	 highlight	 the	 gender	 gap	 in	 the	 breast	 cancer	 pathway,	 but	 to	 assist	 in	
making	 him	 feel	 included	 in	 a	 female	 dominated	 world.	 His	 presence	 served	 as	 a	
reminder	regarding	the	atypical	breast	cancer	experience.	
He’s	 certainly	been	a	 real	 eye-opener,	 for	a	 lot	 of	 the	women,	but	also	 for	
myself,	in	so	far	as	you	don’t	see	so	many	people	who	fit	outside	of	who	we	









Diagnosed	with	an	aggressive,	hormone	 receptive	 tumour	at	 the	age	of	32,	 I	used	my	
personal	 experience	 as	 a	 representative	 of	 the	 ‘young	 woman’	 demographic.	 This	
webisode	explains	how	a	breast	cancer	diagnosis	forced	review	of	major	life	decisions	
in	a	very	short	period	of	time,	decisions	that	had	not	yet	been	considered	at	great	length	





























In	 the	 second	 webisode	 Regan	 Dodd	 shares	 his	 thought-provoking	 experience	 as	 a	
young	 male	 in	 his	 20’s	 presenting	 with	 symptoms	 of	 possible	 breast	 cancer.	 He	
discusses	the	barriers	he	faced	as	he	sought	information	online	and	then	whilst	seeking	
a	 medical	 diagnosis.	 Reflecting	 on	 his	 own	 experience,	 Regan	 then	 makes	
recommendations	 of	ways	 to	 improve	 communication	 campaign	methodologies	 to	 be	
more	sensitive	about	and	inclusive	of	gender.	
	
Filming	 took	 place	 in	 several	 locations	 throughout	 the	 city	of	Dunedin,	Otago	 in	New	























Communication	 skills	 can	 wane	 over	 time;	 therefore,	 clinicians	 need	 to	 self-regulate	
their	communicative	training	and	seek	regular	feedback	(Brown	et	al.,	1999).	Research	
shows	 that	 clinicians	 who	 lack	 communication	 training	 skills	 can	 have	 difficulty	 in	
recognizing	 and	 responding	 to	 patients'	 ongoing	 informational	 and	 emotional	 needs	
resulting	in	a	negative	patient	perception	(Levit	et	al.,	2013).		
	
In	 webisode	 #3,	 Dr	 Jackson	 emphasises	 the	 benefit	 of	 continued	 communication	
training	and	encourages	health	professionals	to	self-analyse	their	communication	styles,	












Filming	 for	 this	 webisode	 took	 place	 in	 the	 Oncology	 department	 of	 the	 Dunedin	
Hospital	in	Otago,	New	Zealand.	I	also	captured	exterior	shots	of	the	building,	the	road	














In	 view	 of	 this,	 and	 despite	 being	 an	 established	 screenwriter,	 I	 resisted	 the	 urge	 to	
heavily	script	the	content	of	these	digital	media	components.	The	unscripted	approach	
was	 used	 in	 order	 to	 establish	 and	maintain	 a	 spontaneous	 and	 personal	 connection	
with	the	subjects	and	ensure	an	authentic	delivery	of	their	accounts.	It	was	considered	










narrative	 would	 support	 the	 research	 contained	 within	 this	 thesis.	 However,	 this	 is	
impossible	 to	 achieve	 as	 documentary,	 by	 nature,	 is	 not	 ‘scripted	 drama’.	 Rather,	 the	







meet	 Dr	 Lynnette	 Jones	 who	 is	 a	 Senior	 Lecturer	 at	 the	 School	 of	 Physical	
Education	 at	 the	University	 of	Otago.	 After	watching	her	 close	 friend	 “Chrissy”	
undergo	treatment	for	breast	cancer	and	have	some	marked	improvement	when	
she	 exercised,	 Dr	 Jones	 was	 inspired	 to	 investigate	 the	 effects	 of	 physical	
education	on	breast	cancer	patients	during	and	after	the	end	of	their	treatment	
pathway.	Since	creating	a	paper	for	her	hand-selected	students	to	take,	whereby	






share	 their	 poignant	 and	 heartfelt	 cancer	 stories.	 To	 tie	 in	 with	 the	 research	
question	posed	in	this	research,	we	include	a	Male,	a	Māori,	and	a	young	woman	










Dr	 Lynnette	 Jones	 receives	 financial	 support	 for	 her	 trainer,	 Sommer	 to	work	
one-on-one	 with	 the	 members	 of	 the	 gym.	 But	 as	 word	 spreads	 about	 the	
program,	more	and	more	referrals	 are	made	and	more	 continue	 to	 come.	With	
more	 than	 140	 participants	 at	 the	 gym	 -	 and	 that	 number	 increasing	 –	 the	
EXPINKT™	 program	 is	 at	 breaking	 point.	 Without	 funding	 to	 support	 more	










Dr	 Lynnette	 Jones	 and	 the	 members	 of	 the	 EXPINKT™	 gym	 are	 still	 here…	 as	






Each	 of	 the	 three	 participants	 in	 the	webisodes	were	 given	 a	 copy	 of	 the	 Participant	
Information	Sheet	(provided	to	the	interview	participants)	and	provided	with	a	general	
scope	 of	 the	 intentions	 and	 aims	 of	 this	 research	 prior	 to	 consent	 being	 sought	 to	
participate.	With	the	first	case	study	being	myself,	no	consent	was	required.	However,	in	
depth	 discussions	 about	 any	 negative	 feelings	 or	 emotions	 that	 could	 come	 up	 as	 a	

















thoughtful	 and	 concise	 in	 his	 articulation	 of	 the	 issues	 and	 how	 to	 address	 them.	
Provisions	 were	 made	 to	 ensure	 a	 minimal	 film	 crew	 would	 be	 present	 on	 set	 to	
minimise	 disruption	 to	 Dr	 Jackson’s	 busy	 schedule	 and	 to	 maintain	 a	 diminished	
physical	presence	in	the	Oncology	department	at	the	Dunedin	Hospital.	
	
Poor	 character	 trustworthiness	has	been	 shown	 to	be	detrimental	 to	 story-consistent	




into	 ‘atypical’	 experiences	 and	 that	 they	 displayed	 personality	 and	 integrity,	 so	 as	 to	
enhance	 audience	 engagement.	 The	 locations	 of	 filming	 had	 to	 be	 large	 enough	 to	
accommodate	the	 film	gear	and	crew	and	the	 locations	helped	to	establish	the	 ‘world’	
(i.e.	the	gym	in	the	case	of	the	documentary).	
	






















to	 Super	 35mm	 film)	 and	 records	 a	wide	 dynamic	 range.	 This	 lends	 itself	 to	 a	more	
cinematic	 image,	which	 is	 evidenced	 throughout	 the	 film.	We	 shot	 the	 film	 in	 Cine-EI	
Mode	 S-LOG3,	 which	 gives	 it	 an	 ISO	 of	 1250;	 this	 means	 the	 image	 sensor	 is	 more	
sensitive	to	light	than	it	would	be	at	a	lower	ISO	rating.	This	allowed	us	to	capture	the	





the	 opening	 sequences	 and	 for	 shots	of	Dr	Lynnette	 Jones	 in	 her	 office.	 Changing	 the	














For	 the	 sequence	 where	 we	 track	 behind	 Dr	 Lynnette	 Jones	 as	 she	 walks	 down	 the	
corridor	 and	 into	 the	 EXPINKTTM	Gym,	we	 used	 a	DJI	Osmo.	 The	DJI	Osmo	 is	 a	 small	




lighting	 style	 pattern	This	 constitutes	 a	 ‘main	 source’	 (1),	which	 is	 a	 big	 light	 source	
such	 as	 a	window,	 or	 a	 direct	 light.	 The	 second	 light	 is	 a	 ‘fill’	 light	 (2).	 This	 lifts	 the	
shadows	which	usually	appear	on	one	side	of	the	interviewee’s	face.	Lastly	the	Hair	or	





diffuser	 on	 the	 lights	 to	 soften	 the	 main	 direct	 light	 source	 as	 it	 is	 too	 harsh	 on	 a	
subject’s	 face.	Sometimes	the	main	 light	source	was	a	window,	at	other	times	 it	was	a	




I	 decided	 on	 the	 idea	 of	 a	 ‘direct-address’	 style	 for	 the	 interviews,	 whereby	 the	
interviewee	would	look	and	speak	directly	to	the	camera.	This	allows	for	a	unique	style	
of	audience	engagement,	whereby	we	remove	any	barrier	between	the	audience	and	the	
subject.	 This	 allows	 for	 a	more	 conversational	 and	 personal	 type	 of	 approach,	which	
challenges	 the	 audience	 to	 see	 the	 story	 through	 the	 eyes	 of	 the	 person	 telling	 it	
(Nichols,	2017).	
	
We	 used	 lapel-mics	 connected	 directly	 to	 the	 camera	 to	 capture	 sound.	 This	 avoided	









start	 as	 a	 wide	 shot.	 Then	 we	 would	 push	 in	 to	 a	 MCU	 (medium	 close	 up)	 for	 the	
secondary	 position,	 followed	 lastly	 by	 a	 CU	 (close	 up)	 for	 the	 harder	more	 personal	
questions	 to	 create	 a	 sense	 of	 intimacy.	 Another	 integral	 part	 of	 filming	 for	
documentary	 is	 to	 capture	 the	 subject’s	hand	movements.	This	allows	 for	 intercutting	
cut-away	images	over	cuts	in	the	dialogue	in	the	editing	process.	
	
Most	 of	 the	 documentary	 was	 filmed	 statically,	 i.e.	 with	 the	 camera	 mounted	 on	 the	
tripod.	However,	for	the	final	act,	which	took	place	at	the	‘Pot	Luck’	evening,	I	wanted	to	
take	 a	 hand-held	 approach.	Whilst	 this	 can	 appear	 a	 bit	 looser,	 this	 technique	works	
well	to	help	our	audience	feel	like	they	are	there,	in	the	room	with	the	participant.	That	
also	evokes	a	sense	that	this	scene	is	less	formal	than	the	preceding	interviews	and	that	
now	we	can	all	 relax	and	 let	our	hair	down	a	bit.	Again,	 this	 technique	 lends	 itself	 to	
















of	 the	 varied	 scheduled	 interview	 times.	 Sommer	 assisted	 greatly	 in	 the	 scheduling	
process	and	acted	as	intermediary	between	myself	and	the	participants	of	the	gym.	At	
all	 times,	 it	was	 reinforced	 that	 participation	 in	 the	 documentary	was	 voluntary,	 and	





several	 around	 the	 University	 of	 Otago	 campus,	 such	 as	 her	 office	 at	 the	 School	 of	




My	 vision	 for	 the	 film’s	 look,	 tone	 and	 feel,	 was	 soft,	 warm	 and	 hopeful.	 This	 was	




















The	 compiled	 digital	 video	 and	 sound	 files	 were	 imported	 into	 Adobe	 Premier	 for	
editing.	The	visual	and	sound	files	were	then	synched	on	the	timeline	and	then	compiled	
into	a	three-minute	narrative	with	a	clear	beginning,	middle	and	end,	for	the	webisodes.	
Secondary	 images	 captured	 at	 each	 location	 (cut-aways)	 were	 inserted	 as	 well	 as	





editing	 software	 I	 was	 using,	 I	 was	 required	 to	 use	 a	 software	 package	 from	 Snell	
Advanced	Media	called	Alchemist,	which	would	convert	the	camera	files	into	something	
my	computer	would	recognise,	Pro-Res	422(HQ).	Once	that	conversion	was	completed,	








Once	 the	 rough	 cut	 was	 done,	 the	 documentary	 was	 exported	 and	 shown	 to	 the	
supervising	researcher,	Professor	Nancy	Longnecker,	Director	of	Filmmaking,	Mr	Ross	
Johnston	 and	 Teaching	 Fellow,	 Mr	 Steve	 Ting,	 from	 the	 Centre	 for	 Science	
Communication	at	the	University	of	Otago	for	feedback	and	critique.	With	their	notes,	I	
































music	 we	 felt	 fit	 the	 project	 tonally.	 From	 there	 we	 both	 agreed	 on	 a	 paired	 back,	
electronica	score	for	the	documentary.	It	was	imperative	that	the	music	didn’t	feel	like	it	
was	 competing	 with	 the	 dialogue.	 Rather	 the	 music	 needed	 to	 support	 the	 way	 we	
wanted	 the	 audience	 to	 feel	 at	 any	 given	 time.	Matthew	 and	 I	 came	 up	with	 several	
descriptive	 words	 that	 would	 evoke	 the	 right	 emotions;	 hope,	 sadness,	 illumination,	
camaraderie	and	friendship.	This	formed	the	backbone	of	the	score.	
	
Once	we	 had	 picture-lock,	Matthew	was	 given	 the	 film	 to	work	on.	 I	 inserted	 several	
pieces	of	reference	music,	which	I	had	used	during	the	editing	process	to	assist	me	with	
the	pacing	of	 the	edit.	 I	 found	music	 that	would	 rise	and	 fall	 at	 the	appropriate	 times	






provided	 this	 soundtrack	 to	 Matthew	 so	 he	 knew	 where	 I	 wanted	 the	 music	 to	 be	
highlighted	 or	 pared	 back.	 This	 has	worked	well	 for	 our	 collaborative	 process	 in	 the	
past.	
	
Within	a	 couple	of	weeks	Matthew	sent	me	 the	 score	 for	 the	 film.	He	has	a	masterful	
way	of	writing	 simple	haunting	melodies	and	plays	 the	 instruments	himself.	The	 final	






assessed.	The	effectiveness	of	 these	digital	media	 tools	 could	not	be	measured	within	
the	 time	 constraints	 of	 this	 study,	 so	 narrative	 engagement	 has	 not	 been	 measured.	
Reliable	measurements	across	a	variety	of	health-related	narratives	and	the	conditions	

















This	 research	 aimed	 to	 investigate	 current	 communication	 practices	 and	methods	 for	
knowledge	 exchange	 between	 health	 professionals	 and	 support	 service	 providers	 to	
atypical	 breast	 cancer	 patients	 in	 New	 Zealand.	 Through	 the	 exploration	 of	 clinical	
perspectives	and	observations,	the	desired	outcome	was	to	highlight	specific	areas	that	
require	further	research,	so	as	to	improve	inclusivity	and	facilitate	effective	knowledge	
exchange	 during	 the	 breast	 cancer	 pathway.	 This	 research	 conducted	 directly	 with	
health	 professionals	 and	 support	 service	 personnel	 clearly	 identifies	 five	 categories	
with	specific	needs	for	more	effective	communication	and	knowledge	exchange.	
	
The	 literature	 reviewed	 indicates	 that	 patients	who	 receive	 reduced,	misunderstood,	
exclusive,	dismissive	or	ineffective	communication	at	diagnosis,	during	treatment	or	at	
the	end	of	 the	treatment	pathway	have	poorer	clinical,	psychosocial	and	reintegration	
outcomes	 (Humphreys,	2000).	Often	atypical	patients	 fall	 into	 this	group.	Research	 in	
this	area	demonstrates	 that	 the	negative	consequences	of	poor	communication	can	be	
both	 substantial	 and	broad	 in	 scope	and	 that	 the	patient	groups/themes	 identified	 in	
this	 research	 represent	 demographics	 whose	 communication	 needs	 warrant	 further	
investigation	 and	 development	 of	 targeted	 resources.	 This	 was	 supported	 by	 the	
qualitative	data	gained	from	industry	professionals	who	participated	in	this	study.	
	
All	of	 the	participants	 in	 this	study	discussed	barriers	 to	effective	communication	and	
knowledge	 exchange	 as	 being	 particularly	 related	 to	 Age,	 Gender,	 Culture,	 High-Risk	
and	 Survivorship	 issues.	 Each	 participant	 referred	 to	 these	 categories	 consistently	
throughout	their	interviews,	even	if	that	demographic	didn’t	necessarily	fall	under	their	
particular	patient	group	focus.	The	themes	that	arose	from	the	data	were	consistent	and	








Cancer	 represents	 a	 crisis	 in	 the	 lives	 of	 those	 affected.	 The	most	 pressing	 needs	 lies	
with	facets	of	the	crisis	that	can	be	prevented	or	ameliorated.	The	consequences	of	poor	
communication	may	 include	 economic,	 social,	 psychological,	 emotional	 and	 collateral	




not	 limited	 to	 the	 negative	 financial	 implications	 that	 cancer	 treatments’	 length	 and	
breadth	 has	 on	 patients.	 Costs	 can	 also	 involve	 the	 toll	 for	 society	 in	 coping	 with	
physical	 and	 psychological	 requirements	 of	 patients	 for	months	 and	 even	 years	 after	
treatment	 has	 finished.	 Many	 participants	 acknowledged	 lack	 of	 finance	 and	 other	
resources	 as	 being	 the	 ultimate	 barrier	 to	 improving	 communication	 with	 atypical	
breast	cancer	patients	in	New	Zealand.	However,	if	focus	is	put	upon	improving	existing	
methodologies	to	be	more	 inclusive,	holistic	and	positive	 for	all	patients,	 the	 financial,	
psychosocial	and	overall	benefits	to	society	will	likely	present	themselves.		
	
This	 research	 aimed	 to	 provide	 a	 foundation	 for	 continued	 dialogue	 with	 regard	 to	
communicative	priorities	and	improving	the	quality	of	care	during	and	after	the	cancer	
pathway.	Most	 participants	 in	 this	 study	 reinforced	 the	 need	 to	 improve	 the	way	we	
communicate	to	anomalous	patients.	Therefore,	it	is	hoped	this	preliminary	analysis	is	




More	 investigation	 is	 required	 to	ascertain	more	 specifically	how	barriers	 to	effective	
communication	and	knowledge	exchange	with	breast	cancer	patients	affect	 them	both	
physically	 and	 psychosocially.	 One	 goal	 of	 this	 study	 is	 to	 provide	 foundation	
information	 for	 future	 research	 that	will	 result	 in	 patients	 exerting	more	 control	 and	
mastery	 over	 their	 cancer	 experience	 (McWilliam	 et	 al.,	 1999).	 Ascertaining	 the	









Interviewing	 patients	 over	 time,	 in	 line	 with	 their	 dynamic	 and	 changing	
communication	 requirements	 (including	 their	 post	 treatment	 needs)	 could	 provide	
invaluable	data.	This	further	research	could	then	lay	foundations	for	the	framework	for	
an	 improved	communication	model.	To	determine	whether	there	are	positive	 impacts	
and	 empowerment	 as	 a	 result	 of	 improved	 communication	 and	 social	 inclusivity	 of	
atypical	patients,	data	collection	will	need	to	track	progress	and	outcomes	over	time.	
	














would	 ensure	 future	 resources	 and	 campaigns	 cater	 for	 an	 inclusive	 approach	
regardless	of	gender.	
	
Several	participants	also	highlighted	a	desire	 for	 continued	 improvements	 in	 the	way	
we	communicate	 to	ethnic	groups,	 including	 the	need	 for	more	 culturally	appropriate	
professionals	 (especially	 registered	 nurses	 and	 translators).	 With	 greatly	 reduced	







this	particular	group	were	considerable.	 It	was	noted	however,	 that	 large	strides	have	
been	made	in	the	employment	of	specialists	within	the	local	district	health	boards	and	
in	 the	 education	 and	 training	 of	 medical	 students.	 Further	 research	 on	 how	




High-risk	 patients	 come	 with	 a	 myriad	 of	 personal,	 financial,	 addiction	 and	 mental	
health	issues	that	can	prevent	effective	exchange	of	knowledge	and	support	during	the	
cancer	 treatment	 pathway.	 Their	 issues	 are	 complex	 and	 outcomes	 are	 poor.	 Several	




Exploration	 of	 the	 financial,	 psychosocial,	 familial	 and	 social	 implications	 of	
Survivorship	 issues	 would	 be	 a	 considerably	 beneficial	 future	 research	









breast	 cancer	 patients	 and	 survivorship,	 participants	 in	 this	 study	made	 professional	
recommendations	 on	 ways	 to	 improve	 communication	 with	 atypical	 patients.	 This	
study	 reinforced	 the	 need	 for	 patient	 advocates,	 especially	 for	 patients	 without	






surrounding	 ‘cognitive	 overload’	 especially	 at	 the	 first	 and	 early	 specialist	
appointments.	 There	 is	 a	 need	 for	 a	 more	 inclusive	 communication	 and	 literature	
targeted	 to	male	 breast	 cancer	 patients	 (i.e.	 including	 the	 disease	 in	 the	 ‘Movember’	
male	 cancer	 awareness	 movement).	 There	 is	 a	 need	 for	 age-appropriate	 tools	 and	
resources	specifically	targeted	to	young	adults	with	breast	cancer.	There	is	a	need	for	a	
more	 diverse	 range	 of	 ethnically	 and	 culturally	 appropriate	 coordinators	 across	 all	
cancer	streams.	Health	professionals	need	to	be	allowed	more	time,	to	listen	more	and	
not	to	rush.	There	is	a	need	for	improved	inter-departmental	communication	within	the	
district	 health	 board	 hospitals.	 Vast	 improvements	 in	 communication	 at	 the	 end	 of	
pathway	 to	 assist	 patients	 could	 assist	 all	 aspects	 of	 Survivorship.	 Survivorship	
programs	that	cater	 for	all	ages,	genders,	ethnicities	and	communication	styles	should	
be	 developed	 and	 adopted.	 There	 needs	 to	 be	 continued	 education	 and	 feedback	 for	
specialists,	 in	 order	 to	 ensure	 their	 skills	 can	 accommodate	 the	 different	 needs	 and	
communication	styles	of	patients	as	they	grow	and	develop	over	time.	And	finally,	there	
is	 a	 need	 for	 improvement	 in	 communication	between	patients,	 families	 and	medical	
staff	regarding	‘End	of	Life’	and	bereavement.	
From	 my	 feedback	 from	 many	 patients	 this	 survivorship	 care	 was	 really	





P6	 concluded	 with	 a	 sentiment	 of	 always	 seeking	 to	 improve	 methods	 for	
communication:	
You	 can’t	 be	 the	 perfect	 doctor	 for	 every	 single	 patient.	 You	 do	 your	 best	
and	you	always	 try	 to	be	 cognizant	of	what	 other	needs	 they	might	have,	
but	 there	are	occasions	when	you	miss	something	or	you	don’t	quite	get	it	











We	 really	 need	 to	 design	 something	 and	 put	 together	 something	 that	
addresses	that	issue,	and	this	issue,	and	that	issue…	it’s	just	such	a	huge	gap,	
like	information	provision	and	education	for	young	people	with	cancer	and	
not	 just	 breast	 cancer,	 it’s	 just	 a	 massive	 gap.	 There’s	 just	 so	 much	 that	







that,	 we	 don’t	 want	 to,	 because	 we	 love	 our	 jobs.	 So,	 we,	 as	 a	 team	
communicate...	if	we	are	not	a	strong	supportive	team,	we	will	fail.	(P3)	
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